'      IMPROVING  WOMEN'S  HEALTH  THROUGH 
BIOMEDICAL  AND  BEHAVIORAL  RESEARCH 


GOVDOC 
Y4.Lll/4:S.Hrg. 
lOj*  -6/7 


\A 


HEARI 

OP  TEA 


COMMITTEE  ON 

LABOR  AND  HUMAN  RESOURCES 

UNITED  STATES  SENATE 

ONE  HUNDRED  THIRD  CONGRESS 
FIRST  SESSION 

ON 

EXAMINING  CRITICAL  ISSUES  OF  EMPLOYMENT  IN  TERMS  OF  OVERALL 
HEALTH  POLICY  ESSITES,  BUT  TO  RECOGNIZE  THE  SINGULAR  OPPOR- 
TUNITY THAT  EXISTS  TODAY  IN  THE  AREAS  OF  RESEARCH  AND  ALSO 
TO  FURTHER  IDENTm'  FOR  THE  NATIONAL  CONSCIOUSNESS  AREAS 
AND  GAPS  WHICH  HAVE  EXISTED  IN  THE  DEVELOPMENT  OF  BASIC 
RESEARCH  AND  CLINICAL  RESEARCH  INVOLVING  WOMEN  IN  OUR  SO- 
CIETY 


JANUARY  11,  1993  (BOSTON,  MA) 


Printed  for  the  use  of  Lhe  Committee  on  Labor  and  Haman  Resourees 


81-943  CC 


U.S.  OOVERNMENT  PRINTINC  OFHCE 
WASHINGTON  :  1983 


For  sale  b>  the  L.S  Govemmeni  Pnnting  Office 
Supcnniendcni  of  Documents.  Congressional  Sales  OfHce.  Washington.  DC  2(M02 
ISBN   0-16-044659-7 


'      IMPROVING  WOMEN'S  HEALTH  THROUGH 
BIOMEDICAL  AND  BEHAVIORAL  RESEARCH 


GOVDOC 
Y4.Lll/4:S.Hrg. 


HEAR! 

OP  ThB 


COMMITTEE  ON 

LABOR  AND  HUMAN  RESOURCES 

UNITED  STATES  SENATE 

ONE  HUNDRED  THIRD  CONGRESS 
FIRST  SESSION 

ON 

EXAMINING  CRITICAL  ISSUES  OF  EMPLOYMENT  IN  TERMS  OF  OVERALL 
HEALTH  POLICY  ISSITES,  BUT  TO  RECOGNIZE  THE  SINGULAR  OPPOR- 
TUNTTY  THAT  EXISTS  TODAY  IN  THE  AREAS  OF  RESEARCH  AND  ALSO 
TO  FURTHER  IDENTm'  FOR  THE  NATIONAL  CONSCIOUSNESS  AREAS 
AND  GAPS  WHICH  HAVE  EXISTED  IN  THE  DEVELOPMENT  OF  BASIC 
RESEARCH  AND  CLDHCAL  RESEARCH  INVOLVING  WOMEN  IN  OUR  SO- 
CIETY 


JANUARY  11.  1993  (BOSTON,  MA) 


Printed  for  the  use  of  Lhe  Committee  on  Labor  and  Haman  Resounxs 


S1-M3CC 


U.S.  GOVERNMENT  PRINTINC  OPPICE 
WASHINGTON  :  19S3 


For  sale  b>  the  L.S  Govemmeni  Pnniing  Office 
Supenniendeni  of  Documents.  Congressional  Sales  Ofrice,  V^ashmgton.  DC  2(U0Z 
ISBN   0-16-044659-7 


COMMITTEE  ON  LABOR  AND  HUMAN  RESOURCES 

EDWARD  M.  KENNEDY.  MiMarhi»KU.  Chairman 
CLAIBORNE  PELL.  Rhode  UUnd  NANCY  LANDON  KASSEBAUM.  Km 

HOWARD  M.  METZENBAUM.  Ohio  JAMES  M.  JEFFORDS.  Vennoot 

CHRISTOPHEJl  J.  DODD,  Connecticat  DAN  COATS.  laduoa 

PAL-L  SMON.  minou  ^^^  °^^^.!*'7J^f°^}^    u 

TOM  HARKIN  low.  STROM  THURMOND.  Sooth  Carohn. 

BARBARA  A.  MIKULSH.  M«iyUnd  ORRIN  C  HATCH,  Uuh 

JEFF  BINCAMAN.  New  Mexioo  DAVE  DURENBERGER,  MiniMaoU 

PAUL  D.  WELLSTONE.  MixutewU 

HARRIS  WOFFORD.  Pennaylvuua 

Nick  LnrLCnELD,  Sta/f  Dirtetor  end  Chief  Counul 
SUSAN  K.  HATtAN.  Mtnority  Staff  Dirtetor 

01} 


CONTENTS 


STATEMENTS 


4 


Kennedy.  Hon.  Edwani  M,  a  VS.  Senator  bom  the  SUte  of  Mawadiuiett.. 
prepared  itatement  . — — ^---~ — --.-.— ~~ — -.~~-~--~-.~.~.~- ~ 

Healy,  Dr.  Bemadine,  Director,  National  Institutes  of  Health -•-;•-••         ^ 

Ockene.  Judith,  professor  of  medicine.  University  of  Massadiusetts  Medical 
School-  Dr.  Jeanne  Wei,  chief,  Division  of  Gerontology,  Beth  Israel  Hospital 
and  dimrtor.  Division  of  Amng.  Harvard  Medical  School;  and  Lynn  Rosen- 
berg, professor  of  epidemiotogy,  Boston  University  School  of  Public  Health, 
prepared  statement ~. — — ~- ■,~r~/ , — : n"'" 

Amaro,  Hortensia,  associate  professor  of  social  and  behavioral  sciences,  Bos- 
ton University  School  of  Public  Health;  and  Dr.  Lori  Laffel.  senior  physician 
investigator.  Joslin  Diabetes  Center,  prepared  statement 

OID 


20 
32 


IMPROVING  WOMEN'S  HEALTH  THROUGH 
BIOMEDICAL  AND  BEHAVIORAL  RESEARCH 


MONDAY,  JANUARY  11,  1993 

U.S.  Senate, 
Committee  on  Labor  and  Human  Resources, 

Boston^  MA. 

The  committee  met,  pursuant  to  notice,  at  10:00  a.m.,  in  the 
Hiebert  Lounge,  Boston  University  School  of  Medicine,  Boston,  MA, 
Senator  Edward  M.  Kennedy  (chairman  of  the  committee)  presid- 
ing. 

Present:  Senator  Kennedy. 

Dr.  Chobanian.  Senator  Kennedy,  Mrs.  Kennedy,  Dr.  Heaiy,  Dr. 
Silber,  Commissjoner.-Kurland.  Dr.  Van  Dunn,  board  members  of 
our  institutions,"faculty,  special  guests,  staff,  and  friends,  on  behalf 
of  the  BU  medical  campus  and  its  component  institutions — the 
School  of  Medicine,  Boston  University  Medical  Center  Hospital, 
Boston  City  Hospital,  the  Goldman  School  of  Graduate  Dentistry — 
I  am  pleased  to  welcome  you  to  these  field  hearings  of  the  U.S. 
Senate  Committee  on  LAbor.and  Human  Resources. 

We  are  particularly  pleased  to  welcome  Senator  Kennedy,  our 
outstanding  and  distinguished'Senator,  who  has  been  a  strong  sup- 
porter of  biomedical  research.  A  spedisLl  welcome  also  goes  out  to 
Dr.  Bemadine  Healy,  who  has  been  .s  remarkably  effective  leader 
of  the  NIH  and  who  has  advanced  many  important  women's  health 
research  initiatives  during  her  tenure.   '    ^         ..        •      . 

At  this  medical  campus,  we  have  had  a  long-term  interest  in 
women's  health  and  in  clinical  and  research  programs  related  to  it 
These  have  included  programs  in  heart  disease,  cancer, 
osteoporosis,  women's  health,  family  violence,  and  for  example,  the 
Framingham  Heart  Study  was  one  of  the  first  epidemiologic  studies 
in  the  country  to  include  women  in  a  study  population  and  to  fol- 
low them  for  many  years. 

I  would  like  at  this  point  to  introduce  President  John  Silber,  who 
will  bring  introductory  welcoming  remarks  from  the  imiversity. 

Dr.  Silber. 

Mr.  Silber.  We  are  honored  at  Boston  University  to  be  the  loca- 
tion of  this  hearing  of  the  Senate  Committee,  and  we  want  to 
thank  Senator  Kennedy  for  coming  here  for  his  presentation.  And 
we  want  to  also  welcome  Dr.  Healy.  Her  concerns  have  very  much 
been  the  concerns  of  Boston  University. 

As  many  of  you  know,  Boston  University  School  of  Medicine 
merged  with  the  Women's  Medical  College  some  years  ago  on  its 
founding,  and  we  have  admitted  women  and  taught  women  as  phy- 
sicians from  the  very  start.  Under  the  charter  of  boston  University, 
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adopted  in  1869,  the  university  was  by  that  charter  committed  to 
opening  all  divisions  of  the  iiniversity  to  women  no  less  than  men 
and  also  to  discriminate  on  no  basis  of  sex  or  religion  or  ethnicity. 
And  consequently,  in  this  medical  school,  we  have  not  only  grad- 
uated the  first  women  physicians,  but  the  first  black  physician,  the 
first  black  psychiatrist,  and  in  our  law  school,  we  educated  the  first 
female  judge  in  Massachusetts,  and  we  have  had  many  firsts  in 
medical  education  simply  because  we  were  integrated  in  terms  of 
sex  fit)m  the  very  founding  of  the  university  itself  and  its  charter- 
ing. 

Our  commitment  to  this  research  in  areas  of  particular  concern 
to  women  will  of  course  be  made  clearer  by  the  professionals  who 
will  testify,  but  there  is  another  area  that  will  not  be  on  the  pro- 
gram today,  and  that  is  the  research  of  Dr.  Jack  Murphy  of  our 
School  of  Medicine,  which  has  led  to  the  discovery  and  patenting 
of  the  fusion  toxin  technology  now  being  developed  under  a  com- 
pany that  was  sponsored  by  Boston  University,  Seragen.  Among 
the  products  they  are  developing  is  one  in  which  there  is  the  fusion 
of  (Uphtheria  toxin  with  the  EGF,  or  epidermal  growth  factor, 
lygan,  which  iS  a  product  that  we  beUeve  is  going  to  be  of  particu- 
lar importance  in  breast  cancer,  lung  cancer,  and  ovarian  cancer, 
diseases  that  are  of  particular  concern  to  women^-obviously,  of  con- 
cern to  men  as  well,  but  of  particularly  concern  to  women. 

This  is  just  one  example  of  the  kind  of  research  that  goes  on  at 
Boston  University,  but  more  than  that,  it  is  also  a  demonstration 
of  the  commitment  of  this  university  to  technological  transfer 
whereby  we  move  an  idea  out  from  the  laboratory  into  commercial 
production,  into  clinical  trials,  and  eventually  to  the  marketplace, 
so  that  the  fruits  of  medical  research  can  be  accelerated  and 
brought  to  the  American  public  earUer. 

Also,  from  an  economic  standpoint,  it  is  important  in  keeping 
this  technology  and  the  jobs  that  are  associated  with  it  here  in  this 
country.  This  indicates  some  of  the  rather  innovative  developments 
that  have  taken  place  at  Boston  University,  and  our  opportunity  to 
have  you  here  and  to  let  you  know  in  more  detail  about  the  re- 
search that  goes  on  in  our  facility  and  to  have  you  visit  our  facility 
is,  of  course,  a  great  honor  for  us. 

Thank  you. 

Dr.  Chobanian.  Next,  Fd  like  to  introduce  Commissioner  Judith 
Kurland,  who  brings  greetings  from  the  dty  of  Boston  as  well  as 
from  Boston  City  Hospital. 

Commissioner  Kurland  has  been  an  extremely  effective  leader  of 
Boston  City  Hospital  and,  in  her  role  as  CEO  of  that  hospital,  has 
brought  about  the  development  of  the  magnificent  new  fadlitA^ 
which  will  open  up  in  August.  In  addition,  as  head  of  public  health 
in  the  city,  she  has  spearheaded  the  drive  to  improve  the  health 
of  inner  city  inhabitants. 

Commissioner  Kurland.  [Applause.] 

Ms.  Kurland.  It  is  a  pleasiu-e  to  welcome  Senator  Kennedy  once 
again  to  Boston  University  medical  campus  and,  on  behalf  of  the 
Mayor  of  Boston  and  everybody  at  the  Department  of  Health  and 
Hospitals,  we  are  very  grateful  that  you  are  here,  as  we  are  grate- 
ful thait  you  are  there  in  Washington  taking  care  of  us. 


I  just  want  to  make  a  couple  of  remarks.  President  Silber  men- 
tioned a  lot  of  the  firsts  at  BU.  I  want  to  remind  people  that  the 
Thomdike  Laboratories  at  Boston  City  Hospital  were  the  first  re- 
search laboratories  at  any  hospital  in  the  United  States,  and  we 
still  continue  at  the  Thomdike  to  do  excellent  clinical  research,  ex- 
cellent basic  research,  with  the  special  emphasis  that  we  have  al- 
ways had,  which  is  to  look  after  the  needs  of  people  of  the  inner 
city.  The  nature  of  those  people  change,  the  type  of  those  people 
change,  but  the  fact  that  there  are  special  problems  that  come  from 
poverty,  from  the  newness  of  being  immigrants,  firom  oppression, 

have  never  changed.  ,       .     ,        ,         ,  ■.-r 

I  am  the  last  person  who  would  say  that  it  doesn  t  make  a  dif- 
ference to  have  a  woman  at  the  top.  And  we  are  very  grateful  for 
Dr.  Healy  and  what  she  has  done  in  her  short  tenure.  There  are 
a  lot  of  men  who  care  desperately  about  the  problems  of  women 
and  the  diseases  of  women,  but  it  does  seem  to  make  a  difference 
when  somebody  comes  in  with  a  little  bit  of  power  and  authority 
and  to  recognize  how  high  breast  cancer  rates  and  how  many 
women  die  of  breast  cancer,  to  recognize  that  women  die  of  heart 
disease  at  least  as  much  as  men — ^in  fact,  that  they  actually  die  of 
heart  attacks  in  the  first  year  after  heart  attacks  more  than  men 
do. 

It  is  interesting  that  sometimes  we  notice  things  that  perhaps 
other  people  wouldn't  So  we  are  very  pleased  that  you  are  there. 

I  once  several  years  ago  was  talking  to  some  researchers,  male 
researchers,  aix)ut  the  incidence  of  heart  disease  and  the  incidence 
of  some  other  diseases  and  the  fact  that,  although  the  rates  were 
higher  for  women,  all  the  research  was  done  on  men.  And  the  an- 
swer, which  all  of  you  in  this  room  who  do  research  will  have 
heard,  is:  Well,  there's  that  reproductive  factor.  And  I  figured  if  we 
could  adjust  for  the  "reproductive  factor,"  then  what  kind  of  re- 
searchers would  be  all  be?  Of  course,  it  never  explained  why  no  re- 
search was  done  on  postmenopausal  women,  but  I  didn't  want  to 
bring  that  up  at  the  time. 

It  is  my  pleasure,  actually,  to  introduce  the  chairman  of  this 
committee,  who  has  done  so  much  on  the  issue  of  women's  health, 
and  he  has  been  constantly  pushing,  whether  there  was  a  male  in 
that  job— and  I'm  sure  Dr.  Healy  will  attest,  when  there  was  a  fe- 
male in  that  job— to  push  for  more  and  more,  for  a  more  enlight- 
ened view  of  where  research  money  needed  to  go  and  what  it  need- 
ed to  eo  for. 

In  the  last  session.  Senator  Kennedy  has  authored  bills  that  not 
only  increased  the  amount  of  funding  for  breast  cancer  research  at 
NIH,  but  in  the  wonderful,  "guns  to  butter^  argument  that  so  many 
people  make  but  don't  do  anything  about,  he  actually,  since  under 
Gramm-Rudman  I  understand  comdn't  cut  the  defense  budget  any 
more,  got  the  Defense  Department  to  spend  some  money  on  breast 
cancer  research,  which  I  think  is  a  wonderful  brilliance  of  par- 
liamentary understanding,  and  we  are  very  grateful  that  he  man- 
aged to  do  some  of  that  that  got  the  peace  budget  started.  [Ap- 
plause.] 

But  a  lot  of  what  he  also  did  was  to  make  sure  that  now  that 
there  is  an  interest  in  and  money  for  women's  health  research,  that 
it  be  spent  well.  And  you  will  understand  if  I  say  that  there  are 


sometimes  people  who  will  take  advantage  of  wherever  the  money 
is  to  do  Uiings  that  are  perhaps  inappropriate.  So  some  of  the  bills 
that  he  authored  and  had  passed  were  bills  to  make  siire  that 
mammography  met  certain  standards,  to  make  sure  that  we  looked 
into  tiie  results  of  early  disease  in  women  so  that  they  were  not 
affected  by  infertility  and  other  sorrows  of  having  an  early  disease. 

So  he  is  constantly  thinking  actually  about  the  next  generation 
and  not  just  thinking  about  what  we  need  to  do  today. 

One  of  the  speakers  you  will  hear  today  I  need  to  point  out — and 
I  apologize  to  uie  others  for  not  doing  it,  out  one  can  mention  one's 
own — is  Hortensia  Amaro,  who  is  doing  a  lot  of  work  in  the  city 
witih  poor  women  and  with  women  who  are  drug-addicted  and  preg- 
nant. That  is  the  one  thing  that  I  would  ask  this  panel  to  con- 
centrate a  great  deal  on,  whidi  is  the  greater  discrepancies  in  the 
health  status  of  the  poor  and  women  of  color,  that  as  sorrowful  as 
has  been  ^e  neglect  of  women  in  all  health  research,  the  neglect 
of  women  of  color  and  women  of  poverty  has  been  even  greater,  and 
their  diseases  show  that. 

The  rate  of  disease,  heart  disease,  death  from  heart  disease,  from 
stroke,  of  women  of  color  is  even  higher  than  that  of  white  women. 
That  is  an  ar«a  of  research  that  must  be  looked  into  and  must  be 
given  full  attention.  And  I  would  like  to  suggest  that  one  of  the 
ways  to  do  that  is  to  require  that  large  studies  that  go  to  any  insti- 
tutions must  be  coupled  with  a  partnership  with  those  institutions, 
like  Boston  City  Hospital  but  like  other  hospitals,  pubUc  and  pri- 
vate, around  tms  country  that  have  historically  disproportionately 
cared  for  the  poor  and  for  people  of  color,  to  do  research  on  upper 
middle  class,  well-insured,  white  people,  whether  male  or  female, 
and  then  try  to  prove  something  sioout  it  for  people  of  color  and  in 
poverty  will  not  give  us  the  resmts  that  we  need  to  have. 

So  I  would  suggest  that  we  must  always  include  those  dispropor- 
tionate providers  m  our  research  projects. 

Having  said  that,  it  is  my  pleasure  to  introduce  to  you  a  man 
who  has  always  been  our  champion — a  champion  of  women,  a 
champion  of  people  of  color,  of  people  of  poverty  and  the  institu- 
tions that  care  for  them,  and  wonderfully,  has  never  kept  silent — 
Senator  Edward  Kennedy.  [Applause.] 

Opening  Statement  op  Senator  Kennedy 

The  Chairman.  Thank  you  very  much,  Judith  Kurland,  for  your 
extremely  kind  and  generous  words.  As  a  Member  of  Uie  U.S.  Sen- 
ate, I  know  all  of  us  in  Massachusetts  and  certainly  the  country, 
are  very  grateful  to  you  for  your  leadership  on  many  of  the  issues 
you  have  touched  on  today. 

I  think  all  of  us  know  that  we  face  great  challenges  in  a  wide 
variety  of  different  areas  of  public  health  policy  in  this  city.  I  think 
your  clear  and  eloquent  voice  of  leadership  on  women's  issues  and 
the  problems  we  are  facing  in  our  schools  and  in  our  hospitals,  has 
really  been  something  all  of  us  in  health  policy  issues  greatly 
value.  I  am  very  grateful  to  you  for  your  efforts  in  trying  to  de^ 
with  some  of  these  public  policy  issues,  and  for  your  friendship  over 
the  years. 

To  the  dean  and  President  Silber,  I  want  to  thank  you  very  much 
for  affording  us  the  opportunity  to  be  here  at  Boston  University.  I 


think  all  of  us  know  that  Boston  University  is  one  of  our  outstand- 
ing educational  institutions  recognized  for  its  extraordinary  leader- 
ship in  the  medical  sciences  and  medical  research.  The  magnificent 
new  building  that  will  soon  be  completed  will  be  on  the  cutting 
edge  of  research.  It  will  make  such  a  difference  not  only  to  the  peo- 
ple here  at  Boston  City  hospitals,  but  nationwide.  We  are  very 
gratefiil  to  President  Silber  and  the  dean.  All  of  us  in  the  Senate 
who  are  concerned  about  research  and  medical  education  pay  trib- 
ute to  what  Boston  University  means  and  what  it  is  doing  here 
today. 

Just  at  the  outset,  let  me  say  that  toda/s  hearing  is  onl>^  one 
more  step  in  a  continuing  process  by  our  Senate  Labor  Committee. 
By  inviting  the  Director  of  NIH,  Bemadine  Healy,  and  bringing  to- 
gether a  really  outstanding  panel  dealing  with  women's  health  is- 
sues, we  continue  this  process.  Last  May,  we  held  excellent  hear- 
ings at  the  Faulkner  Hospital  on  some  of  the  preventive  health 
care  issues  affecting  women,  particularly  in  the  area  of  breast  can- 
cer. We  were  at  the  Brigham  Women's  Hospital  in  June  of  last  year 
and  listened  to  some  of  our  enormously  important  researchers.  We 
thought  it  was  enormously  important  as  we  begin  a  new  Congress, 
to  deal  not  only  with  the  critical  issues  of  employment  in  terms  of 
overall  health  policy  issues,  but  to  recognize  the  singular  oppor- 
tunity and  gaps  that  exists  today  in  the  areas  of  basic  and  chnical 
research  involving  women  in  our  society.  This  is  a  matter  which  is 
of  enormous  importance,  not  just  as  a  public  policy  issue,  but  as 
it  really  affects  families,  and  as  it  affects  women  in  our  society,  and 
around  the  world. 

So  this  is  really  the  focus  and  the  purpose  of  these  hearings 
today.  I  will  place  my  statement  in  the  record.  I  listened  to  Juditn 
Kurland  identify  the  various  areas  where  we  are  behind  in  terms 
of  research,  basic  research  and  clinical  research,  and  we  are  going 
to  hear  a  good  deal  about  those  particular  areas.  Mv  opening  state- 
ment identifies  a  number  of  tnese  areas  as  well  as  the  trends 
which  have  taken  place  in  recent  times. 

So  well  move  right  ahead  with  the  hearing. 

[The  prepared  statement  of  Senator  Kennedy  follows:] 

Prepared  Statement  of  Senator  Kennedy 

First  of  all,  I  want  to  express  my  appreciation  to  Judith  Kurland 
for  that  warm  introduction.  She  aoes  an  excellent  job  as  Boston's 
Commissioner  of  Health  and  Hospitals,  and  Tm  honored  to  be  here 
with  her  this  morning. 

I  also  want  to  acknowledge  two  other  leaders  in  education  in  our 
State  who  are  also  outstanding  innovators  here  at  B.U. — ^your 
president,  John  Silber,  and  your  dean,  Aram  Chobanian.  They've 
put  B.U.  in  the  front  ranks  of  American  education  and  American 
medicine,  and  I  commend  them  for  their  leadership 

Our  topic  this  morning  is  women's  health,  and  tne  role  of  the  Na- 
tional Institutes  of  Health.  NIH  is  the  most  renowned  medical  re- 
search facility  in  the  world.  The  work  of  NIH  scientists,  and  the 
work  of  thousands  of  other  researchers  at  institutions  throughout 
the  country  who  receive  NIH  support,  are  outstanding  achieve- 
ments for  ^e  United  States  and  have  made  us  the  world  leader  in 
countless  areas  of  basic  and  clinical  research. 


But  the  same  cannot  be  said  for  women's  health.  In  recent  years, 
irrefutable  data  have  demonstrated  that  there  were  major  gaps  in 
knowledge  about  the  causes,  treatment  and  prevention  of  diseases 
in  women.  To  cite  just  a  few  examples: 

Every  year,  90,000  women  die  as  a  result  of  strokes. 
Fifty  percent  of  all  women  who  have  heart  attacks  die,  but 
only  31  percent  of  men,  within  a  year. 
Lupus  occurs  nine  times  more  often  in  women  than  men. 
More  than  7  million  women  have  diabetes  and  every  year  di- 
abetes contributes  to  the  premature  death  of  75,000  women. 

Lung  cancer  has  surpassed  breast  cancer  as  the  leading 
cause  of  cancer  death  in  women.  In  1991,  51,000  women  diea 
from  lung  cancer,  and  45,000  women  died  from  breast  cancer. 
Today,  1  in  10  women  will  develop  breast  cancer,  compared 
to  1  in  20  in  the  1960's. 
Most  of  t^e  biomedical  knowledge  about  the  causes  and  treat- 
ment of  disease  comes  from  studies  on  men.  The  results  of  these 
studies  have  then  been  applied  to  women's  health  care.  The  rel- 
ative lack  of  direct  research  involving  women  has  resulted  in  sec- 
ond rate  care  for  millions  of  American  women.  The  challenge  we 
face  is  to  remedy  that  injustice  as  soon  as  possible. 

As  one  of  our  first  actions  in  the  new  Congress,  we  intend  to  pass 
new  pi^lic  health  legislation  to  close  the  rap.  The  vehicle  will  be 
^e  NIH  measure  vetoed  last  fall  by  Presioent  Bush  because  of  its 
provisions  on  fetal  tissue  transplantation  research.  President  Clin- 
ton intends  to  resolve  most  of  that  controversy  by  issuing  an  Exec- 
utive order,  and  he  will  certainly  sign  the  legislation  we  send  him. 
Here  as  in  many  other  areas,  the  years  of  gridlock  are  over. 

The  new  legislation  will  make  women's  health  a  top  priority  at 
NIH.  The  bill  ensures  increased  participation  by  women  in  clinical 
studies.  It  guarantees  that  NIH  will  expand  the  number  of  women 
scientists.  It  provides  additional  fiindmg  for  research  efforts  on 
breast  cancer,  ovarian  and  cervical  cancer,  osteoporosis,  and  repro- 
ductive health.  It  will  be  a  giant  step  toward  remedying  the  fail- 
ures and  the  neglect  of  the  pasL 
Our  hearing  today  will  focus  on  these  issues. 
We  are  fortunate  that  Dr.  Bemadine  Healy,  Director  of  NIH, 
could  be  here  with  us  this  morning.  Under  Dr.  Heaiys  leadership, 
NIH  has  developed  a  comprehensive  research  agenda  on  women  s 
health  and  has  made  an  excellent  start  in  addressing  these  con- 
cerns. 

We  will  also  hear  from  a  group  of  prominent  scientists  and  clini- 
cians, who  will  discuss  their  research  and  its  importance  for  the  fu- 
ture of  women's  health.  They  will  also  discuss  the  role  of  the  NIH 
in  addressing  these  concerns. 

I  welcome  all  of  our  witnesses,  and  I  look  forward  to  hearing 
their  testimony. 

The  Chairman.  I  would  like  to  now  introduce  the  Director  of 
NIH,  Dr.  Bemadine  Healy.  Under  Dr.  Healy's  leadership,  the  NIH 
has  developed  a  comprehensive  research  agenda  on  women's  health 
and  has  made  an  excellent  start  in  addressing  these  concerns.  Vfe 
were  unable  to  put  into  law  last  year  the  NIH  authorization  legis- 
lation that  included  fetal  tissue  transplantation.  We  understand 
that  one  of  the  earUest  actions  that  will  be  taken  by  President 


Clinton  will  be  an  Executive  order  to  lift  the  ban  that  has  existed 

'^But^^^hrst  order  of  business  the  first  lep;slation  S.l  desi^at- 
in^Sie  kind  of  Driority  that  it  will  have  for  the  Senate  of  the  Unit- 
ed^Stotes  will  £^^^  authorization  for  NIH  and  the  women's 
Sl^eX  That^ll  be  the  first  bill  that  will  pass  the  Senate 
o!Tb  United  States,  and  we  will  pass  it  out  of  our  ^r^f 
Human  Resources  Committee  less  than  a  week  after  the  Presi- 
dentiSTinatl^ation,  and  I  have  every  anticipation  that  it  will  pass 

^"lo^lis^s^so^ttL^i^'t^^^^^  and  hopefully, 

win  i^caU  XrVwf  are  as  a  country  and  where  we  are  as  a  soci- 

^%J^  will  also  hear  from  a  group  of  prominent  scientists  and  clini- 
ci^s  who  will  dfsYusV  their  research  and  ite  importonce  U>  the  fu- 
Jl^orwo^n's  health  and  the  role  of  the  NIH  m  addressmg  those 

^°In^wekomine  Dr  Healy,  I  want  to  also  express  appreciation  for 
her^^llT^f  S^talk  ^th  many  of  us  i^^^^e  Confess  and  the 
Senate  abSut  many  of  these  pubbc  pobcy  issues.  She  »ias  been  a 
ftiend  and  an  advisor,  and  I  think  she  has  really  distinguished  her- 
self  as  a  leader  of  the  NIH.  _  ,  .  , 

So  we  ^e  very  glad  to  have  her  return  to  Boston  and  to  speak 

before  our  committee  today.  ^     ,    .         .41.     „  ^vi^  «,^«,;««r 

Bemadine  Healy.  we  thank  you  for  bemg  with  us  this  mormng, 
and  we  look  forward  to  your  testimony.  [Applause.] 

STATEMENT  OF  DR.  BERNADINE  HEALT,  DIRECTOR, 
NATIONAL  INSTITUTES  OF  HEALTH 

Dr.  Healy.  Thank  you,  Mr.  Chairman. 

I  greatly  appreciate  the  opportunity  to  appear  before  you  today 
to  discuss  the  National  Institutes  of  Health's  research  activities  re- 
lated to  women's  health.  u  i.»ir 

We  at  NIH  greatly  appreciate  Senator  Kennedy's  work  on  behalf 
of  NIH  in  general  and  also  women's  health  issues.  This  «  certainly 
an  exdting  and  exhilarating  time  to  be  a  woman  m  the  United 
States.  It  is  also  a  time  of  hard  choices  and  high  anxie^r. 

Today,  women  have  more  opportunities  and  more  hard  choices 
than  ever  before  in  history.  A  recent  hit  record  by  Bonnie  Kaitt, 
who  started  out  singing  in  coffee  houses  here  in  Boston,  talks  about 
the  kind  of  difficult  choices  that  confront  women  in  America  today. 
The  song  is  called  *Nick  of  Time,"  and  I  would  hke  to  quote  a  few 
of  its  lyrics  that  seem  pertinent  to  today's  hearing. 

"A  friend  of  mine,  she  cries  at  night,  and  she  calls  me  on  the 
phone;  sees  babies  everywhere  she  goes.  She  wants  one  of  herown. 
She  has  waited  long  enough,  she  says,  and  still  can  t  deade.  Pretty 
soon,  sheni  have  to  choose,  and  it  tears  her  up  inside.  She  s  scared, 
scared  to  run  out  of  time.  I  see  my  folks  are  getting  on.  and  I  watch 
their  bodies  change.  I  know  they  see  the  same  in  me  and  it  makes 
us  both  feel  strange.  No  matter  how  you  tell  yourself,  it  s  what  we 
all  go  through.  Those  Unes  are  pretty  hard  to  take  when  they're 
staring  back  at  you.  One  day,  the  choices  get  so  hard,  there  is  so 
much  more^at  stake.  life  gets  mighty  precious  when  there  s  less  ot 
it  to  waste." 
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I  think  that  most  women  today  can  relate  to  those  lyrics,  wheth- 
er they  are  sung  or  spoken.  Women  in  their  twenties  and  thirties 
are  faced  with  choices  about  when  and  if  to  have  children,  and  any- 
one over  the  age  of  45— indeed,  anyone  who  has  lost  a  friend  or 
loved  one  to  illness— ^mows  that  life  does  get  mighty  precious  when 
there's  less  of  it  to  waste. 

To  those  of  us  in  medical  research,  human  life  has  always  been 
precious,  and  death  and  disease  are  the  constant  reminders  that 
inspire  our  efforts. 

A  problem  that  the  medical  community  today  faces  is  that  our 
knowledge  of  many  common  disorders  is  based  almost  entirely  on 
studies  that  have  used  men  as  the  standard  to  determine  research 
priorities  and  to  evaluate  the  effectiveness  of  treatment.  As  a  re- 
sult, judgments  regarding  prevention,  interventions  and  treatment 
therapies  for  women  have  sometimes  been  inappropriate,  if  not  en- 
tirely lacking.  "Hiis  is  because  medical  research  of  the  past  20  years 
has  suffered  from  the  assumption  that  women  are  just  like  men. 

Women,  too,  have  suffered  as  a  result.  Lives  have  been  lost  be- 
cause the  differences  between  men  and  women  were  not  recognized 
or  evaluated. 

The  NIH  Agenda  for  Research  on  Women's  Health  is  about  mak- 
ing research  reflect  these  differences  and  reflect  reality.  The  NIH 
Office  of  Research  on  Women's  Health  plays  a  pivotal  role  in  carry- 
ing out  that  agenda.  The  office  is  charged  with  three  critical  objec- 
tives. The  first  is  to  ensure  that  in  all  research  supported  by  the 
NIH,  the  important  issues  that  pertain  to  women's  health  are  ade- 
quately addressed.  Such  issues  are  related  to  diseases,  disorders 
and  conditions  that  are  unique  to  or  more  prevalent  among  or  more 
serious  in  women.  The  office  also  considers  cases  in  which  medical 
interventions  involve  different  risk  factors  for  women  than  for  men. 

The  second  objective  is  to  ensure  appropriate  participation  of 
women  in  clinical  research,  especially  clinical  trials.  The  office's 
third  key  objective  is  to  encourage  more  women  to  pursue  careers 
in  biomedical  research,  especially  in  pivotal  roles  within  both  clini- 
cal medicine  and  the  basic  research  environment 

In  the  past  year,  the  office  has  developed  a  comprehensive  agen- 
da for  researoi  into  women's  health  which  places  a  high  priority 
in  such  diseases  and  conditions  in  women  as  breast  and  ovarian 
cancer,  osteoporosis,  cardiovascular  disease,  stroke,  bio-behavioral 
issues,  and  sexually-transmitted  diseases,  among  others. 

The  agenda  also  addresses  diseases  and  conditions  that  have  a 
lower  prevalence  among  women,  but  still  exact  a  devastating  toll. 
Consider  just  a  few  staggering  statistics.  Some  180,000  women 
were  diagnosed  with  breast  cancer  last  year,  and  46,000  died. 
Today,  a  woman's  lifetime  risk  of  developing  breast  cancer  is  one 
in  eight.  In  1940,  that  number  was  one  in  20. 

Thirteen  thousand  women  died  of  ovarian  cancer  last  year. 
Osteoporosis  affects  approximately  25  million  Americans,  the  ma- 
jority of  whom  are  women.  Osteoporosis  is  the  underlying  cause  of 
approximately  1.5  million  fractures  per  year,  and  the  annual  cost 
of  treating  hip  fractures  alone  is  almost  the  entire  budget  of  the 
NIH— about  $9  billion. 


The  cost  in  tenns  of  human  suffering  and  social  isolation  and  en- 
trance into  nursing  homes  caused  by  immobility  are  impossible  to 
cal  culate . 

Cardiovascular  disease  remains  the  leading  cause  of  death  and 
disability  in  the  United  States  for  both  men  and  women.  TTie  an- 
nual costs  are  estimated  to  exceed  $100  billion  a  year,  and  more 
than  240,000  women  die  from  heart  disease  every  year.  It  is  the 
biggest  killer  of  women.  •,  mi.    tt    .  j 

More  than  50  percent  of  pregnancies  are  unplanned.  The  United 
States  has  the  highest  rate  of  abortions  of  all  industrialized  na- 
tions and  this  high  rate  can  be  linked  to  at  least  two  factors— s«- 
ual  behavior  and  the  availability  of  contraceptives  that  meet  the 
needs  of  all  segments  of  our  popmation. 

In  part  to  counteract  these  differences  and  conditions  among 
American  women,  the  NIH  has  launched  a  major  study  of  women  s 
health  as  part  of  a  broad-based,  multidimensional  initiative  for 
women's  health.  The  Women's  Health  Initiative,  headed  by  I>r.  Wil- 
liam Harland,  is  a  14-year,  $625  million  effort  that  will  involve  ap- 
proximately 150,000  women,  many  from  Boston,  at  45  clinical  cen- 
ters across  the  country.  It  will  be  the  largest  clinical  study  ever  un- 
dertaken in  the  United  States  of  men  or  women. 

Some  have  criticized  its  scope— large  science  versus  small 
science.  Some  have  said  that  it  is  too  amlntious  or  even  too  expen- 
sive. But  big  problems  demand  big  solutions.  The  shameful  knowl- 
edge gap  plus  the  size  and  diversity  of  our  population  demand  a 
powerful  response — and  by  that,  I  mean  not  only  statistical  power 
to  answer  pressing  questions,  but  also  dollar  power.  Althou^  some 
think  $625  million  is  too  much  of  an  investment  over  those  14 
years,  I  should  point  out  that  over  that  14  years  that  it  will  be 
spent,  that  commitment  represents  less  than  4  percent  of  NIH's 
clinical  research  expenditures. 

The  Women's  Health  Initiative  will  develop  a  series  of  rec- 
ommendations concerning  diet,  hormone  replacement  therapy,  vita- 
min supplements.  "Ilirot^  clinical  trials  conducted  in  large  and 
smuall  communities  nationwide,  the  study  will  evaluate  various  ap- 
proaches for  motivating  women  from  diverse  groups  to  adopt 
healthy  behaviors,  such  as  following  a  well-balanced  diet,  taking 
nutritional  supplements,  stopping  smoking,  physical  exercise,  ana 
getting  regular  medical  checkups. 

This  means  the  focus  of  the  Women's  Health  Initiative  will  be  on 
healthy  women,  on  understanding  diseases  within  the  context  of  a 
woman's  total  health  and  her  total  well-being,  not  iust  a  specific 
disease.  Particular  emphasis  will  be  given  to  reaching  minority 
women  and  groups  that  have  traditionGLlly  been  underserved  by  the 
medical  est^lishment — a  comment  that  we  just  heard  from  your 
commissioner. 

The  recommendations  formulated  through  the  initiative  will 
serve  as  signposts  to  help  women  and  their  physicians  weigh  the 
evidence  and  make  more  informed  decisions.  In  too  many  cases, 
women  are  put  in  the  position  of  having  to  make  unfair  and  unin- 
formed choices  about  their  health. 

For  example,  suppose  your  mother  goes  to  see  her  doctor  for  a 
routine  checkup.  If  she  asks  about  avoiding  osteoporosis,  she  might 
be  told  about  the  positive  correlation  between  bone  strength  and 
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estrogen  replacement  therapy.  When  she  sees  her  cardiolomst,  she 
is  told  to  reduce  her  fat  intake  and  consider  the  possible  benefits 
of  estrogen.  Then  she  goes  to  see  another  doctor  who  tells  her  that 
to  reduce  the  risk  of  cancer,  she  should  avoid  hormone  replacement 
therapy  and  focus  on  reducing  fat  and  increasing  fiber  in  her  diet. 
Another  doctor  will  tell  her  to  increase  calcium  in  her  diet 

Whatever  her  choice,  based  on  what  is  currently  known,  she 
might  be  making  a  choice  that  could  improve  one  condition  and  at 
the  same  time  initiative  a  lethal  problem  elsewhere. 

I  beUeve  that  all  women  and  their  physicians  need  better,  inte- 
grated information  before  they  must  make  those  choices.  By  focus 
ing  on  the  total,  integrated  health  of  the  woman,  the  Women  i 
Health  Initiative  will  improve  our  understanding  of  how  treatment 
interacts  and  affects  a  woman's  total  well-being,  and  enable  us  as 
physicians  to  provide  the  important  choices  that  a  woman  must 

Let  me  tell  you  about  some  other  important  studies  relating  to 
women's  healtli.  The  breast  cancer  prevention  trial  is  one  impor- 
tant one  ^at  has  received  some  recent  attention.  Prevention  and 
informed  choice  are  the  heart  of  the  National  Cancer  Institute's 
breast  cancer  prevention  trial.  Women  age  35  and  older  who  are  at 
increased  risk  for  breast  cancer  are  being  recruited  for  this  re- 
search study.  It  is  hoped  that  approximately  16,000  women  will 
choose  to  participate  in  this  protocol,  which  is  designed  to  deter- 
mine if  taking  the  drug  tamoxafin,  a  hormone-like  agent,  will  pre- 
vent breast  cancer.  J        •      v 

Tamoxafin  is  the  most  widely  prescribed  anti-cancer  dnig  m  the 
world.  It  has  been  used  for  almost  30  years  to  treat  patients  with 
advanced  breast  cancer,  and  since  1985  as  adjuvant  therapy  after 
radiation  and/or  surgery  for  early-stage  breast  cancer.  It  is  esti- 
mated that  tamoxafin  could  reduce  the  incidence  of  primary  breast 
cancers  in  postmenopausal  women  by  30  to  50  percent.  Preliminaiy 
reports  also  indicate  that  tamoxafin  appears  to  have  a  beneficial  ef- 
fect on  bpid  metabolism  and  on  bone  mineral  density.  Therefore,  it 
may  have  a  beneficial  effect  on  preventing  heart  disease  and  bone 
disease.  . 

Another  piece  of  good  news  in  cancer  research  is  that  a  new 
drug,  the  first  new  (frug  for  cancer  treatment  that  we  have  had  in 
5  years,  has  just  won  approval  by  the  FDA.  Taxol,  developed  by  the 
National  Cancer  Institute  through  its  contract  screening  labora- 
tories, has  just  gained  FDA  approval  for  ovarian  cancer  and  is 
being  tested  for  breast  cancer  at  uiis  very  time. 

Although  clinical  trials  address  the  needs  of  patients  of  today,  I 
must  stress  ^at  basic  research  is  at  the  core  of  health.  Basic  re- 
search is  still  the  single  best  investment  in  preventive  health.  The 
importance  of  basic  research  as  a  complement  to  studies  such  as 
the  Women's  Health  Initiative  and  the  breast  cancer  prevention 
trial  cannot  be  overstated.  Results  of  this  basic  research  will  hold 
the  key  to  prevention,  to  diagnosis,  to  treatment,  and  indeed,  to 

cures.  r    V      u     • 

Let  me  give  you  just  a  few  very  exciting  examples  of  what  basic 
research  means  to  our  patients.  Basic  research  in  the  field  of  oncol- 
ogy is  aimed  at  discovery  genes  and  gene  products  that  are  impor- 
tant in  the  development  of  breast  cancer  as  well  as  other  cancers. 
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In  one  promising  discovery,  a  tumor  suppressor  gene,  P53,  has 
been  found  to  be  deceptive,  or  absent,  in  a  number  of  common  ma- 
lignancies including  breast  cancer.  NIH-supported  investigators 
have  also  observed  the  deletion  of  a  gene  which  is  a  metastasis 
suppressor  in  more  than  60  percent  of  primary  breast  cancers. 

The  application  of  eenetics  to  cancer  research  is  probably  one  of 
the  most  exciting  developments  in  present-day  oncology.  Dr. 
Frances  Collins,  whom  I  recently  nominated  to  head  NIITs  Human 
Genome  Project,  and  Dr.  Mary  Claire  King,  of  the  University  of 
California  at  Berkeley,  are  both  trying  to  identify  the  gene  that 
predisposes  some  women  to  breast  cancer.  There  is  little  dodbt  that 
one  of  them  will  identify  that  gene  very,  very  soon.  At  the  NIH,  we 
want  to  be  prepared  to  act  quickly  on  that  vital  new  knowledge, 
and  so  we  are  now,  as  part  of  our  strategic  plan,  setting  up  a  new 
Cell  Biology  Unit.  ,  ,  ,  _  , 

Research  conducted  by  NIITs  Director  of  Intramural  Research, 
Dr.  Lance  Liotta,  has  shown  that  patients  whose  breast  cancer 
tumor  cells  contain  high  levels  of  the  protein  NM-23  have  few  me- 
tastases and  do  much  better,  have  a  better  prognosis,  even  though 
their  cancer  might  look  the  same  under  the  microscope. 

The  converse  is  also  true— patients  with  low  levels  of  NM-23 
tend  to  die  sooner  because  they  have  many  metastases.  Levels  of 
NM-23  could  prove  to  be  important  indicators  for  treatments  of 
many  forms  of  cancer.  As  we  look  to  the  future,  we  would  expect 
that  what  we  leam  from  such  research  will  provide  a  vital  ground- 
work to  develop  a  vaccine  and  molecular  approaches  to  therapy  for 
breast  cancer  as  well  as  other  cancers — vaccines  that  might  pre- 
vent the  spread  of  a  primary  tumor,  which  ultimately  is  what  leads 
to  death. 

Another  research-based  strategy  for  cancer  prevention  and  treat- 
ment is  the  discovery  of  a  new  protein,  TIP-2,  by  NIH  scientists. 
TIP-2  can  block  cancer  cell  invasion  and  will  prevent  new  blood 
vessel  formation  necessary  for  breast  cancer  growth  and  metas- 
tasis. 

Basic  research  studies  into  the  mechanism  of  signalling  path- 
ways in  cancer  cells  has  also  led  to  the  identification  of  a  whole 
other  new  class  of  oral  anti-cancer  agents.  CAI  is  one  of  these  and 
is  presently  in  Phase  1  clinical  trials  at  the  NCI  for  patients  with 
breast  cancer  as  well  as  other  solid  tumors. 

There  are  other  major  advances  throughout  the  NIH  that  must 
be  taken  into  consideration.  Let  me  list  a  few  very  quickly.  The  Na- 
tional Institute  of  Allergy  and  Infectious  Disease  has  developed  im- 
proved diagnostics  for  a  number  of  disorders  at  the  molecular 
level — for  example,  sexually-transmitted  diseases,  which  indeed  are 
an  epidemic  in  this  country.  Sexually-transmitted  diseases  con- 
stitute an  area  of  women's  health  where  we  face  problems  of  epi- 
demic proportions.  Like  lung  cancer,  it  is  an  area  in  which  behavior 
plays  a  major  role,  and  it  is  an  area  in  which  the  social  stigma  that 
used  to  be  associated  with  cancer  still  figures  prominently.  If  can- 
cer is  a  scourge  of  older  women,  clearly  sexually-transmitted  dis- 
eases have  become  a  scourge  of  younger  women. 

The  Centers  for  Disease  Control  estimates  that  6  million  women 
in  the  United  States,  half  of  them  teenagers,  acquire  a  sexually- 
transmitted  disease  each  year.  Most  of  these  infections  will  cause 
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no  immediate  symptoms.  One  of  infectious  agents,  human  papil- 
loma virus,  or  HPV,  plavs  an  important  role  in  causing  cervical 
cancer,  which  killed  nearly  5,000  women  last  ^ear.  Approximately 
2.5  million  women  acquire  chlamydial  genital  mfections  each  year. 
Because  these  infectious  lack  symptoms,  they  often  lead  to  delays 
in  diagnosis  and  treatment.  As  a  result,  over  one  million  women 
are  treated  for  pelvic  inflammatory  disease  each  year. 

Again,  because  of  unrecognized  symptoms,  many,  many  more  go 
undiagnosed  and  untreated.  And  as  a  consequence  of  the  scarring, 
between  17  and  25  percent  of  women  who  develop  PID  become  in- 
fertile. 

These  facts  are  particularly  devastating  when  you  consider  that 
roughly  70  percent  of  women  who  develop  PID  are  under  the  age 
of  25,  and  75  percent  have  never  had  a  child.  Infertility  has  been 
a  concern  also  of  the  NIH,  and  we  have  now  established  a  Repro- 
ductive Endocrine  Network  of  specialists  to  work  on  these  prob- 
lems. 

Sexually-transmitted  diseases  are  also  associated  with  tubal 
pregnancies,  which  are  six  to  ten  times  more  prevalent  among 
women  who  have  had  an  earlier  episode  of  PID  than  those  who 
have  not.  Tubal  pregnancy  is  the  most  common  cause  of  pregnancy- 
associated -death  among  black  teenagers.  For  women  who  are  able 
to  conceive,  infections  such  as  genit^  herpes  chlamydia  and  syphi- 
lis, are  transmitted  during  pregnancy  or  at  birth  and  result  in  the 
death  or  permanent  disability  of  100,000  infants  each  year. 

A  new  sexually-transmitted  disease  is  now  the  fifth  leading  cause 
of  premature  death  in  women.  That  disease,  AIDS,  is  the  leading 
cause  of  death  for  women  ages  13  to  49  in  several  American  cities. 
In  fact,  in  1990,  the  largest  proportional  increase  in  AIDS  cases  oc- 
curred among  women.  Drug  use  and  heterosexual  contact  are  the 
leading  forms  of  transmission.  As  a  result  of  perinatal  trans- 
mission, AIDS  is  the  leading  cause  of  death  among  minority  chil- 
dren. 

Prevention  and  control  of  sexually-transmitted  diseases  including 
HIV  infection  are  fundamental  to  the  health  of  women  and  their 
children.  Many  sexually-transmitted  diseases  including  HIV  are 
transmitted  more  easily  from  men  to  women  than  from  women  to 
men.  If  infected,  women  are  more  frequently  asymptomatic,  and 
less  likely  to  seek  care.  It  is  an  unfortunate  fact  that  sexually- 
transmitted  diseases  are  more  difficult  to  detect  in  women  than  in 
men.  It  is  also  an  unfortunate  fact  that  even  if  they  have  symp- 
toms, women  with  sexually-transmitted  diseases  oftien  don't  seek 
care  because  these  diseases  in  women  still  carry  a  tremendous  stig- 
ma in  many  communities.  A  sexually-transmitted  disease  in  a  man, 
with  the  exception  of  HIV  infection,  is  still  seen  either  as  a  coming 
of  age  or  an  amusing  mishap. 

We  can  reduce  the  stigma  to  these  diseases  by  talking  about 
them  and  treating  them  as  what  they  are — threats  to  public  health, 
threats  to  women's  health.  Just  as  the  old  stigma  associated  with 
cancer  was  diminished  when  pubUc  discussion  began  to  center  on 
the  biological  components  of  the  disease— cells,  tissues,  metas- 
tases— so  it  may  be  with  sexiially-transmitted  diseases. 

As  I  mentioned  earlier,  despite  widespread  availability  of  contra- 
ceptive methods,  women  still  report  many  unintended  pregnancies. 
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During  1985  to  1987,  for  example,  the  survey  of  women  of  repro- 
ductive age  showed  that  53  percent  of  pregnancies  either  occurred 
earlier  than  wanted  or  not  wanted  at  all. 

The  problem  of  unintended  pregnancies  is  particularly  severe 
among  the  young.  Reports  of  women  under  20  years  of  age  indicate 
that  84  percent  of  their  pregnancies  are  unintcnded. 

In  fiscal  year  1992,  NIH  spent  $14  million  on  the  development 
of  new  contraceptives,  or  less  than  25  cents  for  every  woman  of  re- 
productive age.  In  addition,  $93  million  was  spent  on  basic  bio- 
medical research  on  reproduction  which  may  lead  to  the  eventual 
development  of  improved  methods  and  the  alleviation  of  infertility. 
Together,  tjiese  two  programs  account  for  less  than  $2  for  every 
woman  of  reproductive  age.  , 

Clearly,  we  would  like  to  do  more  to  provide  women  and  men 
with  more  and  better  choices  when  it  comes  to  reproductive  health. 

I  would  like  to  conclude  with  the  words  of  a  woman  who  worked 
very  hard  to  create  new  choices  for  women.  And  every  woman  in 
this  country  has  benefited  indirectly  fi-om  her  work.  Emmeline 
PankhuTBt  fought  to  win  for  English  women  the  right  to  vote.  In 
1912,  she  led  a  demonstration  in  which  women  broke  windows  in 
Parliament  Square.  For  this,  she  received  a  three-year  prison  sen- 
tence. She  defended  the  demonstration,  saying:  'Why  should 
women  go  to  Parliament  Square  and  be  battered  about  and  in- 
sulted and,  most  important  of  all,  produce  less  effect  than  when 
they  throw  stones?  We  tried  it  long  cnou^.  We  submitted  for 
years,  patiently,  to  insult  and  assault.  Women  had  their  health  in- 
jured. Women  lost  their  lives.  After  all,  is  not  a  woman's  life,  is  not 
her  health,  are  not  her  Umbs  more  valuable  than  panes  of  glass? 
There  is  no  doubt  of  that.  But  most  important  of  all,  does  not  the 
breaking  of  glass  produce  more  effect  upon  the  government?" 

Today,  our  answer  to  the  questions  posed  by  Emmeline  Pank- 
hurst  is  different  ft-om  the  British  Government's  response  in  1912. 
Yes,  we  do  value  women's  lives  and  health.  That  is  why  the  NIH 
is  working  to  improve  women's  health,  and  that  is  why  we  are  here 
today.  And  that  is  why.  Senator  Kennedy,  I  know,  you  are  having 
this  nearing. 

Let's  work  together  to  ensure  that  women  have  adequate  infor- 
mation to  make  informed  choices  about  their  health. 

Thank  you  very  much,  [^plause.] 

The  Chairman.  Thank  you  very  much,  Dr.  Healy. 

Certainly,  hearing  you  and  reading  your  testimonv,  there  are 
many  reasons  to  be  hopeful,  but  also  many  reasons  to  De  concerned 
and  troubled.  We  are  very,  very  appreciative  of  your  comments  and 
the  leadership  you  are  providing. 

Let  me  ask  a  few  questions.  On  endometriosis,  5  million  women 
are  afflicted  with  that  condition,  and  scientists  are  really  not  sure 
how  the  condition  occurs  or  how  it  causes  very  disabling  pelvic 
pain,  ovarian  cancer,  and  infertility. 

Could  you  tell  us  a  little  about  NIH-supported  research  in  this 
area? 

Dr.  Healy.  Yes,  Senator.  Actually,  we  have  come  a  long  way  on 
endometriosis  just  in  terms  of  our  thinking.  I  can  tell  you  that 
more  than  20  years  ago,  when  I  was  a  medical  student  here  in  Bos- 
ton, the  conventional  wisdom  in  our  medical  textbooks  was  that 
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endometriosis  was  punishment  for  women  who  delayed  childbear- 
ing  beyond  the  age  of  about  22.  Of  course,  for  the  handful  of 
women  medical  students  who  were  beyond  22,  that  was  pretty  dis- 
tressing information  to  be  reading  from  those  lofty  pages  in  our  gyn 
textbooKS. 

We  have  in  fact  learned  that  this  is  not  God  s  punishment,  but 
in  feet  it  is  based  on  biology  and  that  in  fact  we  can  understand 
it  better,  and  we  can  probably  prevent  it 

The  NIH  over  the  past  several  years  in  particular  has  put  much 
more  emphasis  on  endometriosis.  Back  in  September  of  1991,  we 
held  a  special  workshop  to  try  and  identify  gaps  in  our  knowledge 
both  of  our  understanding  its  pathophysiology  as  well  as  possible 
interventions.  ^  ,    . 

There  is  some  provocative  information  that  a  woman  s  immune 
system  may  be  a  factor  in  making  one  woman  more  susceptible 
than  another.  There  is  no  doubt  that  delayed  childbearing  is  one 
factor,  but  only  one  of  many. 

In  fiscal  year  1992,  NIH  supported  approximately  20  grants  on 
endometriosis.  They  have  recently  issued  an  RSA  to  fund  several 
more  grants,  and  we  hope  that  we  will  come  up  with  some  of  the 
answers  that  have  not  been  forthcoming  to  date. 

The  Chakman.  You  outlined  in  your  testimony  a  niimber  of 
areas  where  you  are  moving  ahead  in  the  research  of  the  immune- 
mediated  diseases — lupus,  chronic  fatigue  syndrome,  and  multiple 
sclerosis — appear  to  be  primarily  affecting  women.  These  diseases 
were  outlined  by  Dr.  Kurland  and  yourself.  Could  you  tell  us  the 
new  ways  to  either  treat  or  possibly  prevent  these  diseases,  or  give 
us  some  idea  of  what  progress  has  been  made? 

Dr.  Healy.  Well,  across  the  board,  women  do  seem  to  be  more 
susceptible  to  the  immune-mediated  diseases  like  lupus,  and  what 
we  are  finding  is  that  there  are  both  genetic  as  well  as  environ- 
mental components.  Some  diseases,  for  example,  lupus,  dispropor- 
tionately affect  African  American  women,  and  there  is  also  some 
evidence  that  there  may  be  some  specific  antigens  and  some  genes 
that  may  predispose  one  woman  as  opposed  to  another  to  these  dis- 
orders. 

We  have  become  more  sophisticated  in  some  of  the  types  of  ther- 
apy that  we  can  use  that  target  one  particular  component  of  the 
immune  system,  and  the  benOTt  of  that  in  the  long  run,  of  course, 
is  that  it  may  indeed  mean  less  side  effects  with  regard  to  therapy. 

Numerous  institutes  across  the  NIH  are  working  on  these  im- 
mune-mediated diseases  such  as  lupus,  arthritis,  chronic  fatigue 
system,  and  they  include  not  only  our  Institute  for  Allergy  and  In- 
fectious Disease,  but  the  National  Institute  on  Aging,  and  the  Na- 
tional Institute  for  Child  Health  and  Human  Development,  which 
has  a  major  program  on  women's  health  which  includes  these  dis- 
eases. 

I  think  there  is  no  doubt  that  ultimately,  the  answers  will  come 
from  a  much  better  understanding  of  molecular  immunology,  and 
here  again,  I  think  this  is  the  realm  in  which  basic  science  ulti- 
mately will  be  the  answer,  because  probably  some  of  the  fundamen- 
tal molecular,  immunologic  issues  cut  across  many  of  these  dis- 
eases. 


15 

I  would  add  one  general  comment,  and  that  is  that  one  of  the  un- 
fortunate things  al»ut  women's  health  in  general  that  is  so  difficult 
for  women  and  frustrating  for  medical  researchers  is  that  the 
chronic  debilitating  diseases  are  more  apt  to  be  diseases  of  women. 
And  although  we  mow  women  live  a  good  six  or  7  years  longer 
than  men,  so  often  their  quality  of  lives  are  disrupted  by  these 
chronic  ddbilitating  diseases  across  the  life  span. 

The  CHAmMAN.  In  previous  hearings  you  have  discussed  bringing 
both  basic  and  clinical  women  researchers  into  the  whole  research 
process.  What  kind  of  luck  have  you  had  in  terms  of  recruiting 
women  into  those  particular  positions,  and  what  can  you  tell  us 
about  future  possibilities. 

Dr.  Healy.  Well,  as  part  of  our  effort  on  women  s  health,  we 
have  included  a  very  aggressive  program  in  addressing  the  issues 
of  women  as  medical  scientists.  And  this  does  not  just  mean  num- 
bers, but  it  also  means  quality  of  those  numbers,  namely,  moving 
women  into  leadership  positions. 

Over  the  past  2  years,  we  have  seen  some  important  mcreases 
within  our  own  NIH  laboratories.  We  have  gone  from  about  29  per- 
cent to  now  over  35  percent  of  our  fellows,  our  younger  scientists, 

are  women.  ■,     -  ^    x. 

Some  of  the  figures  that  I  am  particularly  pleased  with,  however, 
are  the  conversion  of  women  who  are  NIH  scientists  from 
nontenured  to  tenured  positions,  which  is  a  sign  of  women  at  the 
higher  levels.  There,  it  used  to  be  a  conversion  rate  of  about  15  per- 
cent were  women,  and  it  moved  quickly  to  about  30  percent  in 
1991,  and  in  1992,  the  number  rose  to  over  50  percent  of  those 
tenured  conversions  were  women.  So  I  think  that  we  are  seeing 
some  advances  of  women  across  the  leadership  span,  if  you  will. 

In  addition,  something  that  women  in  the  academic  community 
across  the  country  I  think  need  to  be  more  sensitive  to  is  that 
women  who  are  in  the  scientyic  community  have  to  themselves  be 
willing  to  serve  on  things  like  NIH  study  sections.  I  am  sad  to  re- 
port that  our  highest  resignation  rate  on  NIH  study  sections,  which 
is  an  important  component  of  putting  women  in  leadership  posi- 
tions ana  having  them  be  at  the  controls  in  terms  of  determining 
who  eets  funded  and  who  doesn't  get  funded,  and  also  learning  how 
to  submit  grants  and  be  effective  competitors  in  the  very  competi- 
tive process  of  getting  grants,  that  our  highest  resignation  rate  is 
among  women.  We  have  paid  a  great  deal  of  attention  to  recruiting 
women  to  study  sections,  and  in  fact,  I  think  that  my  office  reiects 
now  about  one-third  of  study  section  slates  because  tney  don't  nave 
enough  women  or  African  Americans  or  other  minority  groups  rep- 
resented. 

Now,  that  doesn't  mean — and  I  know  Fm  not  allowed  to  talk 
about  quotas — ^we  are  not  talking  about  quotas,  but  what  we  are 
talking  about  is  trying  harder  to  see  that  we  have  women  rep- 
resent^ and  minorities  represented  on  these  important  pivotal 
committees.  As  you  know.  Senator,  the  peer  review  system  of  NIH 
is  really  the  system  that  determines  science  policy,  that  determines 
what  gets  ^ded  and  what  doesn't;  it  really  determines  what  NIH 
is  all  about. 

The  Chairman.  To  continue  this  a  bit,  you  mentioned  before. 
there  are  specific  diseases  and  conditions  wluch  are  directly  related 


16 

to  gender  and  ethnicity.  Diseases  such  as  tay-sachs  for  ezemple. 
What  are  you  doing  in  terms  of  collecting  information  and  how  you 
are  processing  it,  using  it  and  evaluating  it? 

Dr.  Healy.  There  was  a  time  when  our  approach  in  eeneral  to 
clinical  trials,  where  we  actually  develop  the  means  or  the  knowl- 
edge base  to  translate  information  from  the  laboratory  to  meaning- 
ful information  to  patients  and  to  the  public.  Clinical  trials  were 
often  viewed  as  being  very  homogeneous,  because  if  you  had  a  ho- 
mogeneous trial  with  a  very  *'clean,"  so  to  speak,  population,  then 
you  could  use  fewer  numbers  to  get  your  answer,  and  you  could 
have  a  very  scientifically  '^ure,"  n  you  will,  kind  of  trial.  And  in 
fact  that  is  part  of  the  reason  why  so  often  people  who  were  older 
were  excluded  from  trials  and  also  why  so  onen  the  trials  were  re- 
stricted to  the  male  population.  There  was  a  sense  that  men  were 
the  normative  stand^xT  and  that  you  could  extrapolate  information 
fr-om  the  male  population  to  the  female  population. 

I  think  we  have  become  much  more  sophisticated  in  recognizing 
that  there  are  not  only  gender  differences,  but  there  are  age  dif- 
ferences, and  there  may  be  ethnic  differences,  and  that  we  have  to 
have  perhaps  less  fastidious  trials  to  answer  some  of  the  big  ques- 
tions, but  trials  that  will  be  meaningftilly  related  to  the  popu- 
lations that- we  serve.  And  one  thing  that  is  true  about  this  country 
of  ours  is  that  it  is  an  incredibly  diverse  country,  and  its  diversity 
is  changing  all  the  time,  both  m  terms  of  ethnicity  and  also  age. 
And  I  tnink  NIH  has  become  more  responsive  to  the  needs  of  uie 
public  by  seeing  to  it  that  our  major  clinical  trials  do  have  atten- 
tion to  (uversity. 

The  Women's  Health  Initiative  is  just  one  example  of  where  we 
are  going  to  great  lengths  to  make  sure  we  have  adequate  rep- 
resentations of  minority  populations.  We  have  also  instituted  a  pol- 
icy which  got  very,  very  sharp  teeth  in  it  a  few  years  ago,  to  make 
sure  that  all  clinical  tnals  conducted  by  NIH,  small  trials  or  large 
trials,  represent  the  diversity  of  the  population  if  it  is  appropriate. 
Obviously,  you  are  not  going  to  ask  a  clinical  trial  of  prostate  can- 
cer to  include  women.  So  we  are  using  sense  when  we  invoke  that, 
but  indeed,  we  are  looking  at  every  trial  with  that  eye  to  make 
sure  that  it  does  gather  information  that  can  be  related  back  to  the 
pubhc  at  large. 

The  Chai^ian.  Could  you  tell  us  about  the  initiatives  being  de- 
veloped at  NIH  at  the  Cancer  Institute,  the  Heart  Institute,  and 
maybe  the  Institute  on  Aging,  regarding  women's  health,  and  dis- 
ease prevention,  and  your  plans  for  the  future? 

Dr.  Healy.  I  think  it  is  fair  to  say  that  all  of  our  institutes  have 
always  been  very  aggressive  about  having  prevention  programs. 
For  the  most  part,  uTey  tend  to  focus  on  prevention  within  their 
own  mission.  For  example,  the  Cancer  Institute  is  worried  about 
preventing  cancer,  and  the  National  Heart,  L>ung  and  Blood  Insti- 
tute is  worried  about  preventing  lung  disease  anaheart  disease. 

One  area,  however,  where  perhaps  the  institute  model  has  al- 
lowed some  things  to  fall  through  the  cracks  is  prevention  in  an  in- 
tegrated sense,  as  I  alluded  to  in  my  testimony.  Prevention,  nutri- 
tion— these  are  areas  where  you  have  to  look  at  the  integrated  dis- 
cipline. When  a  patient  wants  to  prevent  disease,  they  want  to 
keep  healthy,  ana  it  doesn't  much  matter  if  you  are  the  particular 
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victim  what  the  disease  is,  if  you  are  going  to  die  from  cancer  or 
heart  disease;  the  fact  is,  you  want  to  prevent  both  of  them.  You 
want  to  prevent  bone  disease,  you  want  to  prevent  sexually-trans- 
mitted diseases. 

As  part  of  the  NIH  strategic  plan  which  we  have  been  working 
on  over  the  past  2  years,  we  have  made  prevention  and  nutrition 
a  major  area  of  emphasis,  and  all  of  the  institute  directors  have 
come  together,  acknowledging  that  these  are  trans-NIH  issues;  that 
in  addition  to  working  on  these  issues  within  each  of  the  institutes 
in  a  disease-oriented  way,  that  we  also  have  to  work  in  an  inte- 
grated way,  and  that  thinking  is  actually  largely  reflected  in  the 
Women's  Health  Initiative,  ^ich  is  focusing  on  the  integrated 
health  of  the  woman,  and  looking  at  an  int^rated  diet  that  pro- 
tects her  against  or  minimizes  her  risk  from  a  whole  host  of  dis- 
eases that  she  is  susceptible  to. 

And  I  think  one  of  the  things  that  has  been  very  gratifying.  Sen- 
ator Kennedy,  is  the  extent  to  which  all  of  the  institute  directors 
have  been  responsive  to  this  approach  and  recognize  that  in  certain 
areas  like  women's  health,  like  the  health  of  imderserved  popu- 
lations, like  nutrition  and  like  prevention,  that  we  do  need  to  have 
trans-NIH  efforts. 

In  the  Women's  Health  Initiative,  I  think  we  have  kind  of  a 
model  of  emphasis  on  prevention  as  a  very  meanin^ul  approach 
because,  as  I  mentioned,  women  are  bving  longer  out  not  nec- 
essarily better,  and  many  of  the  things  that  are  robbing  women  of 
quality  of  life  as  they  get  older,  many  of  the  issues  that  force 
women  into  nursing  homes — three  out  of  four  elderly  residents  of 
nursing  homes  are  women — ^much  of  that  is  preventible.  And  in  ad- 
dition to  preventing  a  terrible  human  toll,  the  economic  toll  that 
occurs  witn  chronic  debilitating  diseases  in  elderly  women  will  also 
be  mitigated  if  we  are  more  aggressive  about  intervention. 

The  Chairman.  I  think  that  is  an  enormously  useful  point  It  is 
not  the  primary  one  in  terms  of  all  of  our  interest,  because  we  are 
interested  in  the  health  policy  questions  and  the  health  of  the  indi- 
vidual, but  the  spinoff  in  terms  of  the  finances  is  important  as  well. 

Women  and  smoking.  I  think  most  of  us  imderstand  the  decline 
in  smoking  that  is  taking  place  in  the  general  population  and  we 
applaud  this.  However,  the  recent  discovery  that  smoking  is  in- 
creasing dramatically  in  teenage  women  is  of  tremendous  concern. 
The  danger  that  this  increase  may  lead  to  early  lung  cancer  and 
prenatal  and  neonatal  complications  in  this  population  is  of  great 
concern.  Of  equal  concern  are  the  recent  reports  confirming  the 
dangers  of  passive  smoke  inhalation. 

There  are  obviously  a  lot  of  public  policy  questions  which  we 
have  to  face  in  the  Congress,  in  terms  of  advertising  and  subsidiz- 
ing, but  what  can  you  tell  us  about  your  own  studies  regarding 
smoking  by  young  women  and  what  we  can  do  about  it? 

Dr.  luALY.  Well,  Senator,  one  of  the  sad  realities  that  we  have 
seen  over  the  past  20  years  has  been  the  increase  in  smoking 
among  women.  We  now  know  that  lung  cancer  has  surpassea 
breast  cancer  as  the  m^jor  cancer  killing  women  in  this  country, 
and  that  is  largely  due  to  smoking. 

Unfortunately,  for  a  long  time,  smoking  was  associated  with 
women's  liberation,  and  the  advertising  certainly  reinforced  that 
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notion.  "You've  come  a  long  way,  Baby,"  was  synonymous  with 
being  able  to  smoke,  and  that  is  a  perverse  outcome,  of  course,  and 
one  that  we've  been  fighting. 

In  virtually  all  of  our  prevention  strategies  within  the  Cancer  In- 
stitute and  within  the  Heart,  Lung  and  Blood  Institute,  we  have 
programs  that  focus  on  mechanisms  to  stop  women  from  smoking. 
We  nave  programs  that  are  targeted  on  younger  women  in  particu- 
lar, where  we  know  that  they  are  smoking  more  than  young  men. 
Within  the  Women's  Health  Initiative,  we  actually  are  studying 
various  strategies  for  smoking  cessation,  and  one  component  of  the 
Women's  Health  Initiative  is  to  actually  look  at  assorted  healthy 
behaviors  including  diet,  smoking  cessation  and  exercise,  and  find 
out  how  we  can  more  effectively  convince  the  pubUc  that  we  are 
trying  to  serve  that  they  should  adopt  these  healthy  behaviors. 

With  smoking  as  well  as  other  things,  I  think  it  is  important  to 
take  an  integrated  approach.  Often,  the  person  who  exercises  and 
watches  their  diet  is  also  the  person  who  is  not  going  to  smoke. 
And  if  we  look  at  it  as  an  overall  healthy  lifestyle  and  the  benefits 
of  a  health  lifestyle,  I  think  we  will  in  the  long  run  have  a  positive 
impact 

The  CHApiMAN.  I  understand  one  of  the  American  growth  indus- 
tries in  the  Soviet  Union  is  producing  cigarettes  over  tiiere. 

Dr.  Healy.  That's  correct 

The  Chairman.  Reference  was  made  earlier  to  what  we  appre- 
ciate as  the  movement  in  DOD  toward  research  in  terms  of  breast 
cancer  and  women's  health  issues.  I  was  interested  as  a  member 
of  the  Armed  Services  Committee  in  how  that  is  moving  along. 
How  is  DOD  coordinating  with  the  NIH  in  terms  of  moving  those 
resources  out  of  DOD  over  to  NIH?  Where  is  the  flow  line?  Are  you 
running  into  problems?  Is  it  moving  well?  Are  there  things  that  we 
ought  to  be  watching  more  closely  and  acting  more  vigorously  to 
try  to  make  that  happen? 

Dr.  Healy.  First,  I  resoundingly  applaud  more  money  for  breast 
cancer.  Right  now,  the  biology  of  breast  cancer  is  at  a  stage  where 
we  really  can  make  a  difference  both  in  the  fundamental  knowl- 
edge, the  ability  to  intercede  to  prevent  the  advance  of  breast  can- 
cer, and  also  to  our  basic  understanding  which  will  allow  new 
dru£^  and  new  therapies  to  be  developed,  new  forms  of  molecular 
epidemiology  which  will  allow  us  to  restratify. 

So  that  I  don't  think  an  additional  $200  million  is  excessive  in 
terms  of  its  ability  to  be  spent  wisely.  With  regard  to  the  fact  that 
an  extra  $200  milhon  appeared  in  the  Department  of  Defense  ap- 
propriation budget,  I  must  frankly  say.  Senator,  that  I  think  it  is 
mission  confusion.  I  don't  think  that  the  Department  of  Defense  is 
the  place  to  be  doing  basic  biomedical  research,  nor  do  I  think  NIH 
should  be  building  bombs  and  tanks.  But  I  think  that  NIH  has 
made  an  effort  to  try  to  work  with  the  Department  of  Defense. 
Within  a  week  of  the  appropriations  being  signed.  Dr.  Browner  and 
I  went  over  and  visited  the  leadership  at  the  Pentagon  that  are  re- 
sponsible for  this  $200  million.  We  told  them  that  in  order  to  spend 
$200  milhon  in  research  that  you  would  likely  receive  about  $1  bil- 
lion worth  of  research  requests  and  that  that  does  require  a  major 
infrastructure. 
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I  think  the  Department  of  Defense  has  a  different  mindset  in 
their  approach  to  it.  In  fact,  they  told  us  they  had  some  experience 
in  spending  money  in  breast  cancer  research  because  in  the  pre- 
vious fiscal  year,  they  spent  $20  or  $25  million  on  breast  cancen 
They  were  pleased  to  tell  me  that  project  was  called  "Breast  One." 
[Laughter.]  Their  experience  witfi  'Breast  One,"  they  thought 
woiJd  help  them  with  'breast  Two."  [LauAter.] 

We  would  obviously  be  willing  to  help  the  Department  of  Defense 
throu^  this,  and  we  certainly  nope  that  this  is  a  one-time  appro- 
priation and  that  maybe  in  the  future  we  can  go  back  to  our  mis- 
sion orientation.  ,    ,  .  ,    i_       ,        i 

The  Chairman.  Good.  Well  try  and  help  vou  with  that  It  makes 
absolutely  no  sense  for  them  to  be  involved  in  that  program.  NTH 
is  the  place,  and  I  think  we  ought  to  get  Mr.  Aspin's  attention  on 
that  issue,  which  we  will.  -,■,■,  t.  ^       j 

We  thank  you  so  much.  It  has  been  an  enormously  helpful  and 
informative  presentation,  and  I  think  all  of  us  who  are  concerned 
about  these  issues  must  certainly  appreciate  all  the  things  that  you 
are  doing  and  have  done.  I  want  to  indicate  that  we  appreciate  how 
accessible  you  have  been  to  all  of  us  who  are  concerned  about  these 
issues.  You  have  really  been  enormouslv  responsive  to  the  con- 
structive sugeestions  that  are  being  made  within  the  community, 
and  we  are  aH  very,  very  grateful  for  your  service. 

Thank  you  very  much.  Dr.  Healy. 

Dr.  Healy.  Thank  you.  Senator  Kennedy.  [Applause.] 

The  Chadiman.  Our  next  distinguished  panel  will  identift'  the 
gaps  in  our  knowledge  regarding  women's  nealth  issues  and  will 
recommend  research  priorities  for  the  future  in  the  areas  of  smok- 
ing, aging,  hormone  replacement  therapy,  substance  abuse  and  dia- 
betes. 

Fd  like  to  invite  Drs.  Ockene,  Wei,  and  Rosenberg  to  please  come 
forward. 

The  risk  of  women  developing  smoking-related  diseases  continues 
to  increase  each  year.  One  hundred  six  thousand  women  die  annu- 
ally firom  smoldng-related  conditions.  If  women  continue  to  smoke 
at  the  present  rate,  by  the  end  of  this  century,  women  smokers  will 
outnumber  men  smokers.  The  importance  of  understanding  the  dy- 
namics of  aging  and  the  needs  of  older  women  is  increasing  as 
America  ages,  and  imaginative  research  is  demonstrating  now 
many  of  the  physical  and  mental  problems  associated  with  aging 
can  be  prevented  or  reversed- 

Perhaps  the  most  compelling  question  looming  over  women's 
health  today  is  should  postmenopausal  women  receive  hormonal  re- 
placement therapy.  With  heart  disease  the  number  one  killer  of 
women,  and  osteoporosis  also  a  major  cause  of  death  through  com- 
plications following  hip  fracture,  preventive  therapy  like  hormone 
replacement  could  have  a  dramatic  impact  on  life-expectancy  and 
qimhty  of  life. 

Well  start  off  with  Dr.  Judith  Ockene,  a  professor  of  medicine 
and  director  of  the  Division  of  Preventive  and  Behavioral  Medicine 
at  the  University  of  Massachusetts  Medical  School.  Dr.  Ockene  will 
discuss  smoking  and  women. 

Dr.  Jeanne  Wei  is  chief  of  the  Division  of  Gerontology  at  Beth 
Israel  Hospital.  She  is  an  associate  professor  of  medicine  and  direc- 
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tor  of  the  Division  of  Aging  at  Harvard  Medical  School.  Dr.  Wei 
will  discuss  women  and  txie  aging  process. 

Dr.  Lynn  Rosenberg  is  a  professor  of  epidemiology  and  assistant 
director  of  ^e  Slone  Epidemiology  Unit  at  Boston  University 
Sdiool  of  Public  Health.  Dr.  Rosenberg  will  discuss  hormonal  re- 
placement therapy  and  its  possible  uses  in  menopausal  and 
postmenopausal  women. 

Well  start  with  Dr.  Ockene. 

STATEMENTS  OF  JUDITH  OCKENE,  PROFESSOR  OF  MEDICINE, 
UNIVERSITY  OF  MASSACHUSETTS  MEDICAL  SCHOOL;  DR. 
JEANNE  WEI,  CHIEF,  DIVISION  OF  GERONTOLOGY,  BETH  IS- 
RAEL HOSPITAL  AND  DIRECTOR,  DIVISION  OF  AGING,  HAR- 
VARD MEDICAL  SCHOOL;  AND  LYNN  ROSENBERG,  PROFES- 
SOR OF  EPIDEMIOLOGY,  BOSTON  UNIVERSITY  SCHOOL  OF 
PUBUC  HEALTH 

Ms.  Ockene.  Hi.  I  am  very  pleased  to  be  here  today  and  to  par- 
ticipate in  tiiis  hearing,  representing  our  State  Medical  School  in 
Worcester,  MA,  which  is  the  second  largest  dty  in  New  England, 
and  hi^hghting  several  of  our  programs  in  smoking  and  women's 
health,  aira  to  bring  attention  to  some  of  the  key  gaps  in  our 
knowledge  on  which  the  NIH  might  focus  its  Women's  Health  Re- 
search ^^nda. 

The  University  of  Massachusetts  Medical  Center,  one  of  five  Uni- 
versi^  of  Massachusetts  campuses,  is  dedicated  to  serving  the  peo- 
ple of  the  Commonwealth  through  excellence  in  health  care,  edu- 
cation, service,  and  research.  It  consists  of  the  medical  school,  a 
371-bed  tertiary  care  teaching  hospital  and  clinic,  a  graduate 
school  of  biomedical  sciences,  a  nursing  school,  and  a  program  in 
molecular  medicine. 

Although  only  5  percent  of  its  $425  million  bud^t  comes  from 
State  funding,  the  Medical  Center  contributes  significantly  to  the 
economic  well-being  of  the  city  and  the  region,  returning  $19  for 
eveiy  $1  invested  t^  the  State. 

UMass  is  awarded  more  than  $50  million  annually  in  research 
funding,  ranking  second  in  NIH  support  among  the  ten  medical 
schools  in  the  Northeast,  and  in  the  upper  third  among  all  medical 
schools  in  the  United  States. 

Among  the  NIH-funded  research  programs  at  the  medical  school 
are  several  large  programs  in  prevention  and  women's  health. 
These  include  research  in  diet,  estrogens  and  breast  cancer,  com- 
munity interventions  for  smoking  cessation;  cancer  prevention  at 
the  workplace,  and  calcium  and  bone  density  in  college-age  women. 

Prevention  research,  as  we  heard  in  Dr.  Heaiys  testimony,  is  an 
important  area  for  NQi  funding  as  it  will  have  one  of  the  largest 
impacts  on  human  health.  1  would  like  to  commend  you.  Senator 
Kennedv,  and  your  committee  for  your  work  on  the  NIH  reauthor- 
ization legislation  and  specifically  for  your  initiatives  in  prioritizing 
prevention  research  in  the  areas  of  breast  and  reproductive  system 
cancers  and  heart  disease. 

I  would  suggest  that  to  the  extent  possible,  the  language  of  the 
legislation  should  specif  that  a  portion  of  these  set-aside  preven- 
tion moneys  be  directed  toward  community-based  implementation 
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research  which  focuses  both  on  the  individual  and  her  environ- 
ment. 

Although  past  NIH  research  has  been  essential  for  understand- 
ing the  etiology  and  mechanisms  of  disease,  I  would  like  to  suggest 
that  a  major  emphasis  for  NIH  funding  now  must  be  on  taking 
what  we  have  learned  in  basic  science  research,  which  includes,  as 
we  heard,  the  overwhelming  conclusion  that  lifestyle  behaviors 
have  a  major  impact  on  disease  and  disability,  and  applying  this 
knowledge  to  improve  the  health  of  women,  especially,  as  Commis- 
sioner Kurland  said,  those  women  who  are  of  low  educational  at- 
tainment and  low  income. 

It  is  only  through  public  health-type  prevention  research,  using 
both  environmental  and  individual  strategies,  that  we  will  learn 
how  to  effect  changes  in  destructive  behaviors  such  as  smoking, 
thus  improving  our  efforts  to  reduce  the  attendant  burden  of  un- 
necessary illness  and  disability  for  these  women,  their  families  and 

society. 

As  we  heard,  smoking  is  an  excellent  example  of  an  important 
behavior  to  focus  on  for  women's  health  and  disease  prevention  be- 
cause of  its  significant  effect  on  coronary  disease,  stroke,  cancer, 
and  osteoporosis,  the  major  causes  of  death  and  disability  among 
America's  women. 

The  epidemiologic  data  indicate  that  the  benefits  of  smoking  ces- 
sation even  extend  to  older  women.  For  example,  a  health  woman 
aged  50  to  59,  smoking  greater  than  a  pack  of  cigarettes  a  day,  re- 
duces her  risk  of  dying  over  the  next  15  years  by  almost  50  percent 
if  she  stops  smoking. 

I  ctirrently  am  or  was  the  principal  investigator  on  five  NIH- 
funded  projects  in  smoking  and  health,  and  I  would  like  briefly  to 
mention  three  here  today. 

One  project  which  I  believe  is  particularly  relevant  is  the  physi- 
cian-delivered smoking  intervention  project  which  was  funded  by 
the  National  Cancer  Institute.  As  a  result  of  this  study,  we  dem- 
onstrated tihat  relatively  little  time  of  the  physician--about  two 
and  a  half  hours  of  training— can  significantly  affect  physicians' 
smoldng  intervention  skills,  which  in  turn  has  a  significant  impact 
on  the  smoking  behavior  of  her  patients. 

As  a  result  of  this  study,  we  have  integrated  smoking  cessation 
training  into  the  residency  program  for  all  of  our  generu  medicine 
residents  and  all  of  our  ramily  practice  residents  as  a  compulsory 
part  of  their  training,  which  is  consistent  with  our  mission  as  a 
State  institution  dedicated  to  the  goals  of  preventive  medicine  and 
public  health. 

A  second  important  project  is  our  National  Cancer  Institute-fund- 
ed community  intervention  trial  for  heavy  smokers,  in  which  I  am 
the  principal  investigator  along  with  Dr.  Gloria  Sorenson  as  the  co- 
P.I. 

This  11-centcr  collaborative  studv  uses  a  community-based  ap- 
proach to  intervention  in  which  multiple  sectors  in  the  community, 
such  as  the  schools,  the  workplaces,  and  the  media,  work  together 
in  a  community  approach.  Our  study  has  formed  the  foundation  for 
the  current  NCI-funded  Assist  project,  with  its  demonstration  that, 
as  we  heard  earlier  from  Dr.  Healv,  it  takes  a  synergy  between 
many  different  interventions  to  really  have  an  effect — synergy  be- 
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tween  poliries  such  as  worksite  nonsmoking  policies,  and  interven- 
tions aimed  at  both  the  individual  and  the  community  in  which  she 
resides — ^to  effect  behavioral  change,  especially — this  is  important — 
for  individuals  with  lower  income  and  less  education. 

Another  project,  Senator  Kennedy,  which  I  think  would  be  of  par- 
ticular interest  to  you  and  to  Dr.  Healy  is  our  project  funded  by  the 
National  Cancer  Institute,  called  the  Well  Works  Project.  This  is  a 
project  in  which  Dr.  Gloria  Sorenson  at  the  Dana  Farber  Cancer 
Institute  and  Dr.  Jay  Himmelstein  at  UMass  Medical  Center  are 
also  investigators.  It  is  the  first  trial  ever  to  integrate  interventions 
to  change  both  lifestyle  behaviors  and  occupational  exposures  in  an 
effort  to  prevent  cancer.  We  think  that  this  research,  which  is  now 
in  its  third  year,  has  implications  not  only  for  future  NIH  research, 
but  for  further  reform  of  Uie  Occupational  Safety  and  Health  Act 

The  Chairman.  Could  you  just  elaborate  on  lifestyle  and  occupa- 
tional health?  How  does  that  work? 

Ms.  OCKENE.  OK.  Thank  you  for  asking.  We  have  24  worksites 
in  Massachusetts  involved  in  this  project.  The  lifestyle  behaviors 
that  are  of  importance  in  the  project  are  nutrition  and  smoking, 
and  the  occupational  health  includes  teaching  workers  how  to  re- 
duce their  exposure  to  carcinogens.  So  it  is  an  inteCTated  approach 
which  looks  at  both  occupational  risks  and  lifestyle  behaviors. 

We  feel  that  this  kind  of  an  approach,  as  was  stated  earlier,  is 
perhaps  one  of  the  best  approaches  to  really  helping  people  prevent 
all  diseases,  not  just  focusing  on  one. 

The  CHAffiMAN.  In  regard  to  the  worksite,  do  you  get  the  employ- 
ers and  the  workers  together  on  this? 

Ms.  OcKENE.  Yes. 

The  Chairman.  And  did  you  have  resistance  from  one  or  the 
other? 

Ms.  OciCENE.  It  took  much  effort,  and  as  you  are  suggesting  the 

Eossibility,  it  is  a  veiy  challenging  approach,  and  we  aid  involve 
oth  the  workers  and  the  managers  going  up  to  the  CEOs,  et 
cetera,  to  work  together  on  boards  to  develop  programs  for  each 
worksite.  It  is  a  very  exciting  project  for  us,  and  we  feel  it  will  have 
major  implications. 

The  Chairman.  Fd  be  very  interested  in  that  because  of  the 
OSHA  impUcations.  Thank  you. 

Ms.  OcKENE.  Thank  you  tor  asking. 

I  am  also  principal  investigator  on  NIH-fiinded  projects  concern- 
ing the  physician's  role  in  alcohol  intervention  and  in  dietary  inter- 
vention. 

Other  projects  which  we  are  beginning,  but  for  which  we  do  not 
have  NIH  funding  and  would  hope  to  be  able  to  get  some,  include 
smoking  intervention  with  low-income  pregnant  women — and  I  will 
return  to  this  area  in  a  moment — and  interventions  in  inner  city 
clinics  where  we  need  to  be  able  to  adapt  what  we  have  learned, 
as  was  suggested  earlier,  from  more  middle  class  individuals,  adapt 
those  to  work  with  individuals  who  really  need  these  interventions. 
But  we  cannot  assume  that  the  same  interventions  we  used  in  pre- 
vious research  are  directly  applicable,  and  therefore  research  needs 
to  be  done  to  actually  adapt  these  interventions. 

My  involvement  in  smoking  and  health  also  includes  being  a  sci- 
entific editor  on  the  1989  25th  anniversary  Surgeon  General's  re- 
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port  under  Dr.  Koop.  In  that  report,  we  summarized  all  of  the  in- 
formation that  we  had  learned  in  the  25  years  since  the  first  report 
was  issued  in  1964. 

I  was  also  the  scientific  editor  on  the  1990  Surgeon  General  s  re- 
port under  Dr.  Novello. 

My  involvement  with  the  above  projects  and  others  has  led  me 
to  the  following  conclusions  about  what  the  priorities  should  be  for 
NIH  research  in  prevention  and  women's  health. 

No.  1,  althougn  studies  have  been  completed  addressing  behav- 
ioral change  in  middle  and  hi^er  income  smokers  of  high  edu- 
cational attainment,  we  know  very  little  about  how  to  intervene 
with  socially  and  economically  disadvantaged  smokers. 

Of  special  concern  are  pregnant  smokers.  I  would  recommend 
that  strategies  for  modifying  smoking  and  other  morbidity-  and 
mortality-rdated  behaviors  engaged  in  by  pregnant  women,  such 
as  alcohol  and  drug  use,  be  a  research  priority  which  is  uppermost 
for  the  NIH.  It  has  major  impUcations  not  only  for  the  women,  but 
for  the  health  and  well-being  of  their  children  and  families  as  well, 
not  to  mention  the  excessive  costs  to  an  alreadv  overburdened 
health  care  system.  Successful  intervention  can  reduce  these  costs. 

No.  2,  from  my  research  and  that  of  others,  we  have  dem- 
onstrated that  training  physicians  and  other  health  care  providers 
such  as  nurses  in  prevention  counseUng  and  facilitating  their  abil- 
ity to  use  this  skill  is  an  effective  method  for  helping  people  to 
alter  disease-related  behaviors.  However,  again,  we  know  eveiy  lit- 
tle about  how  providers'  preventive  practices  with  women  of  low 
educational  attainment  and  low  income,  what  the  effect  is  on  these 
individuals  and  their  potential  long-term  effects. 

Research  on  health  care  providers'  preventive  interventions  with 
these  women  must  be  a  research  priority  for  the  NIH. 

No.  3,  educational  and  health  policies  need  to  be  developed  to 
mandate  training  for  physicians  in  prevention-oriented  counseling 
and  the  use  of  preventive  interventions.  Research  on  how  to  facili- 
tate implementation  of  such  poUcies  and  the  impact  of  these  poU- 
cies  on  providers'  prevention  practices  is  extremely  scarce,  almost 
nonexistent,  and  snould  be  an  NIH  priority.  Phvsicians  and  health 
care  providers  make  up  a  very  important  part  of  intervention. 

In  summary,  my  strongest  recommendation  is  for  public  health- 
type  prevention  research  in  the  area  of  modifying  oisease-related 
behaviors  of  women  of  low  income  and  low  educational  attainment 
The  NIH  must  focus  funding  efforts  on  women  in  this  group.  We 
know  very  httle  about  how  to  have  an  impact  on  their  lifestyle  be- 
haviors in  our  efforts  to  prevent  unnecessary  illness  and  disability. 

The  benefits  to  be  gained  by  such  intervention  are  substantial, 
both  in  terms  of  the  quality  of  life  for  the  individual  and  for  her 
family,  as  well  as  the  costs  to  society  both  in  economic  terms  and 
in  terms  of  human  suffering. 

Thank  you  once  again  for  the  privilege  to  present  my  testimony 
and  to  represent  the  University  of  Massachusetts  Medical  Center. 
I  hope  that  it  will  be  useful  to  you,  and  I  welcome  the  opportunity 
to  be  of  further  service. 

Thank  you. 

The  Chairman.  Thank  you  very  much.  [Applause.]  Well  have 
some  difficulty  in  mandating  the  medical  schools  and  their  curric- 
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ula,  but  if  we  can  eet  the  AAMC  sensitized  to  this,  that  probably 
is  a  start.  I'd  be  glad  to  ioin  in  that  effort. 

Ms.  OCKENE.  Good.  We  can  use  all  the  help  we  can  get. 

The  Chairman.  Dr.  Wei. 

Dr.  Wei.  Thank  you,  Mr.  Chairman,  Senator  Kennedy,  Dr.  Healy, 
colleagues. 

I  am  honored  and  pleased  to  be  here  today  to  testify  about  a  sub- 
ject to  which  I  have  dedicated  most  of  my  career,  and  I  would  espe- 
cially like  to  commend  you.  Senator  Kennedy,  for  holding  this  h  ear- 
It  is  personally  gratifying  for  me  that  Congress  is  directing  its 
attention  to  older  women.  Women's  issues  are  not  limited  to  the 
childJt>earing  years.  Seventy  percent  of  elderly  Americans  age  85 
years  and  over,  that  se^ent  of  the  American  population  that  is 
currently  the  most  rapidly  growing,  are  women.  Eighty  percent  of 
all  nursing  home  patients  are  women.  Therefore,  issues  that 
confront  older  persons  are  very  much  the  issues  that  affect  women. 

The  health  care  needs  of  women  age  65  years  and  older  represent 
a  largely  imconsidered  area  both  by  medical  research  and  by  our 
society. 

Although  life  expectancy,  as  Dr.  Healy  mentioned,  for  women 
who  reach  '65  is  longer  than  that  for  men,  it  is  not  clear  that  this 
longer  life  span  is  necessarily  a  cause  for  celebration.  Older  women 
are  much  more  likely  to  Uve  alone  than  older  men.  Older  women 
are  much  more  likely  to  be  hving  at  a  poverty-level  income.  The 
current  generation  of  older  women  are  likely  to  have  made  sac- 
rifices for  others  most  of  their  Uves  and  now  deserve  our  support. 
They  are  the  ones  who  endured  the  hardships  of  the  Great  Depres- 
sion, postponed  achieving  their  dreams  during  World  War  II  years, 
stayed  at  home  and  raised  children  during  the  fifties  and  sixties, 
took  care  of  their  ailing  parents  during  the  seventies  and  eighties, 
took  care  of  their  ailing  husbands  during  the  eighties  and  nineties, 
and  then  faced  or  will  face  an  old  age  of^ridowhood,  loneliness  ana 
poverty.  After  a  lifetime  of  personu  sacrifices,  these  older  women 
will  face  an  uncertain  future  and  have  unmet  health  care  needs 
which  would  certainly  benefit  from  further  research. 

With  generous  support  from  Congress,  the  National  Institutes  of 
Health,  the  National  Institute  on  Aging,  and  the  Department  of 
Veterans  Affairs,  the  faculty  members  of  the  Division  on  Aging  at 
Harvard  Medical  School  have  been  actively  conducting  research  in 
a  number  of  areas  that  are  relevant  to  this  hearing.  I  would  like 
to  give  just  a  few  examples. 

In  the  area  of  cardiovascular  diseases,  as  Commissioner  Kurland 
and  Dr.  Healy  have  told  you,  heart  disease  is  the  number  one  killer 
for  older  women  as  it  is  for  older  men.  Women  and  men  over  age 
65  develop  heart  failure  six  times  more  commonly  than  younger 
persons.  The  prevalence  of  heart  failure  in  women  rises  at  one  and 
a  half  times  greater  than  the  rate  in  men.  And  contrary  to  long- 
prevailing  though,  impaired  muscle  relaxation,  not  impaired  mus- 
cle contraction,  is  the  predominant  cause  of  heart  failure  in  the  el- 
derly, especially  elderly  women. 

This  is  because  with  advancing  age,  the  heart  muscle  is  able  to 
pump  blood  as  well  as  that  in  the  young,  but  it  is  not  able  to  relax 
as  quickly,  so  the  heart  chamber  is  not  able  to  fill  as  efficiently. 
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Contrary  to  what  was  previously  thou^t,  oxygen  and  energy  are 
required  more  for  relaxation  than  for  contraction,  so  the  develop- 
ment of  relaxation  abnormalities  often  precedes  that  of  contraction 

abnormalities. 

Why  do  muscle  relaxation  abnormalities  develop  m  old  age?  As 
a  result  of  a  number  of  chances  both  outside  of  the  heart  muscle 
cell  and  inside  the  heart  muscle  cell,  including  the  usage  of  calcium 
and  changes  in  proteins,  it  causes  the  heart  muscle  to  take  longer 
to  relax,  and  it  serves  to  make  the  heart  more  vulnerable  to  stress. 

The  good  news  is  that  fortunately,  it  is  at  least  possible  to  partly 
reverse  most  of  these  age-related  changes  with  exercise  condi- 
tioning. For  those  who  are  not  able  to  exercise  regularly,  there  are 
also  drugs  that  may  be  helpful  as  well. 

In  the  elderly  woman,  compensatoiv  blood  pressure  and  heart 
rate  response  mechanisms  are  often  delayed  or  insufficient.  This  is 
why  fainting  is  very  common  in  older  women  during  normal,  daily 
activities  such  as  arising  from  the  bed,  eating  a  meal,  or  going  to 
the  toilet.  This  is  also  why  modest  decrease  of  fluid,  such  as  occurs 
during  heat  prostration,  diarrhea,  or  decreased  oral  fluid  intake 
can  also  result  in  large  drops  in  blood  pressure  and  cause  falls  or 
fainting  in  the  elderly. 

Older  women  lose  balance  and  fall  more  freouently  than  older 
men.  Women  who  fall  are  seven  times  more  likely  to  sustain  a  hip 
fracture  than  older  men  who  fall.  Hip  fracture  is  the  most  common 
diagnosis  among  all  injuries  that  lead  to  hospitalization  of  elderly 
women.  Ninety  percent  of  all  hip  fractures  occur  in  persons  over 
the  age  of  65,  and  80  percent  of  all  hip  fractures  occur  in  older 
women. 

Hip  fractures  are  associated  with  a  prolonged  hospitalization,  a 
high  mortahty,  and  a  very  substantial  likelihood— one  chance  out 
of  four— of  permanent  institutionalization  in  a  nursing  home. 

A  number  of  risk  factors  contribute  to  falhng  in  addition  to  gen- 
der and  age  and  cardiovascular  disease.  These  include  muscle 
weakness,  use  of  psychoactive  drugs,  and  overmedication. 

Muscle  strength  training,  it  has  been  shown,  even  in  frail,  90 
year-old  women  and  men,  can  result  in  greater  mobility  and  im- 
proved balance  as  well  as  gait 

My  colleagues  are  conducting  a  niimber  of  studies  on  osteoporosis 
and  nip  fractures.  They  have  found  that  hip  fractures  in  the  elderly 
are  more  a  ftinction  of  the  mechanics  of  the  fall — that  is,  the  direc- 
tion of  the  fall.  For  instance,  if  you  fall  forward  or  backward,  you 
have  a  lesser  chance  of  sustaining  a  hip  fracture  than  if  you  fall 
to  the  side — and  unfortunately,  most  older  women  fall  to  tne  side. 
In  addition,  another  important  factor  that  contributes  to  the  devel- 
opment of  hip  fracture  is  the  amount  of  soft  tissue  that  exists  over 
the  hip. 

Recently,  our  faculty  developed  a  hip  padding  system  that  can  be 
worn  as  an  undergarment  to  protect  tne  hip  from  fracture  in  those 
elderly  patients  who  are  predisposed  to  fracture.  They  are  also  in- 
vestigating ways  to  reduce  resorption  of  bone  at  the  cellular  level 
by  designing  new  types  of  molecules  that  would  decrease  the  bind- 
ing to  lx>ne  by  the  cells  that  cellularize  and  resorb  bone  matrix. 

Urinary  incontinence  is  another  common  problem  in  older  women 
and  also  in  older  men.  Our  faculty  have  foimd  that  most  cases  of 
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incontinence  could  be  treated  inexpensively  and  effectively,  thereby 
allowing  the  older  person  to  regain  functional  independence. 

Our  faculty  is  also  deeply  involved  in  research  on  the  molecular 
biology  and  genetics  of  amng.  They  have  found  that  DNA  repair  in 
cells  of  patients  with  Alzneimer's  disease  is  effective  in  comparison 
to  those  age-matched  normal  persons.  The  capacity  to  repair  DNA 
may  be  correlated  with  longevity. 

Ongoing  breast  cancer  research  and  uterine  tumor  research  in- 
clude efforts  to  identify  genes  involved  in  tumor  suppression  and 
cell  senescence. 

The  recent  development  of  a  genetically-engineered  mouse  strain 
will  for  the  first  time  allow  us  to  test  the  hypothesis  that  aging  oc- 
curs partly  as  a  result  of  the  acciunulation  of  DNA  mutation  in 
cells. 

Where  should  we  as  a  nation  focus  our  research  efforts  in  the  fu- 
ture? There  are  immediate  and  long  range  needs  that  should  be  ad- 
dressed. Our  immediate  needs  include,  first,  further  research  on 
the  clinical  conditions  that  disable  elderly  men  and  women,  as  well 
as  the  testing  of  their  corresponding  therapies.  Two,  we  need  to  in- 
vest in  the  infrastructure  of  caring  for  older  people  by  training 
more  personnel  to  care  for  them,  including  geriatricians.  Three,  we 
need  to  avoid  the  dehumanizing  effect  of  warehousing  of  chron- 
ically disabled  elderly  by  designing  and  building  better  assisted  liv- 
ing facilities,  /aid  we  need  to  enhance  their  functional  independ- 
ence and  mobility  throu^  the  development  of  improved  assistive 
devices. 

Four,  we  need  to  prevent  morbidity  through  improved  physio- 
logical monitoring  and  early  detection  of  dysfunction.  Five,  we  es- 
peciallv  need  to  delay  the  onset  of  cognitive  impairment  through 
early  detection,  retraining,  and  preventive  therapies. 

Our  long  range  goals  should  be  to  decrease  health  care  costs,  not 
by  Umiting  expenouture,  but  by  developing  less  expensive  and  more 
effective  therapies.  One,  we  need  to  unravel  the  multifaceted  proc- 
ess of  aging  by  analyzing  it  in  terms  of  molecular  processes  that 
interact  wiui  environmental  factors. 

We  need  to  understand  how  genes  regulate  aging  and  identify 
those  genes  that  might  collectively  promote  longevity,  as  well  as 
identify  those  genes  mat  cause  age-related  diseases. 

We  need  to  understand  better  how  the  brain  works  and  how 
memory  fails.  We  need  to  understand  the  plasticity  of  Uving  sys- 
tems, the  repair  and  regenerative  processes  of  our  tissues,  the  dif- 
ferences between  reversible  and  irreversible  change  in  function, 
and  we  need  to  discover  new  ways  to  help  our  tissues  repair  them- 
selves faster  and  more  completely. 

We  need  to  understand  the  physiology  of  complex  systems  and 
use  this  information  to  forecast  morbid  events.  As  a  long-term 
strategy,  it  is  of  the  utmost  importance  to  integrate  basic  research 
with  clmical  practice. 

In  conclusion,  the  goal  of  biomedical  research  in  aging  for  the 
benefit  of  older  women  and  men  should  be  to  presei-ve  function, 
prevent  illness,  and  maintain  independent  functioning  in  the  com- 
munity as  long  as  possible,  thereby  expanding  the  span  of  healthful 
living  and  reducing  the  cost  of  health  care. 

Thank  yoa  [^plause.] 
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The  Chairman.  Thank  you,  Doctor.  That  was  very  provocative. 

My  mother  is  102  years  young  just  this  morning,  and  to  see  her 
still  do  her  physical  exercise  at  that  age,  and  Gstening  to  your 
guidance  on  so  many  other  issues,  I  can  tell  you  just  from  personal 
experience  that  I  can  say  "amen"  to  all  that  you  recommend.  I 
think  you  pose  enormously  interesting  diallenges  for  us  to  develop 
further  insight,  which  will  be  veiy,  very  valuable  for  all  of  us. 

Thank  you- 

The  Chairman.  Dr.  Rosenberg. 

Ms.  Rosenberg.  Thank  you,  Senator  Kennedy.  Welcome  to  Bos- 
ton, Dr.  Healy. 

I  am  very  honored  to  have  been  asked  to  speak  about  hormone 
replacement  therapy.  First,  I  would  like  to  briefly  describe  some  of 
the  work  tiiat  our  research  group,  the  Slone  Epidemiology  Union 
here  at  the  Medical  School,  is  conducting  on  the  health  enects  not 
only  of  estrogen  supplements,  but  also  of  other  drugs  that  women 
commonly  use. 

For  16  years,  we  have  been  engaged  in  a  surveillance  study  of 
serious  illnesses  and  drugs,  which  was  begun  by  our  director.  Dr. 
Sam  Shapiro.  Based  on  data  collected  from  over  70,000  patients, 
we  have  published  extensively  on  the  health  effects  of  estrogen 
supplements,  of  oral  contraceptives,  and  of  other  drugs  that  women 
use,  as  well  as  drugs  that  men  use. 

For  example,  for  estrogen  supplements,  we  have  found,  as  have 
others,  that  their  use  increases  the  risk  of  cancer  of  the  lining  of 
the  uterus,  and  that  risk  increases  as  the  length  of  use  increases, 
and  that  the  increase  persists  even  after  stopping. 

The  study  has  generated  many  important  hypotheses,  among 
them  that  alcohol  consumption  might  increase  the  risk  of  breast 
cancer.  A  recent  hypotiiesis  from  the  study  that  we  are  testing  in 
another  study  is  that  aspirin  use  may  reduce  the  incidence  of  large 
bowel  cancer,  which  is  a  very  common  cancer  among  both  women 
and  men. 

We  have  recently  completed  a  study  of  the  health  effects  of 
estrogens,  which  indicates  that  women  using  estrogens  appear  to 
have  a  reduced  risk  of  heart  attacks;  that  the  reduction,  however, 
disappears  after  use  stops. 

We  are  conducting  another  study  to  determine  whether  the  new 
low-dose  oral  contraceptives  increase  the  risk  of  heart  attacks,  as 
we  and  others  found  was  the  case  for  the  old  higher-dose  oral  con- 
traceptive pills. 

In  another  study,  my  colleague  Dr.  Julie  Palmer  is  assessing 
causes  of  choriocarcinoma,  a  malignant  disease  of  pregnancy  for 
which  few  risk  factors  are  known. 

Another  colleague,  David  Kaufman,  is  conducting  a  study  to  de- 
termine whether  aspirin,  in  doses  that  are  being  used  to  prevent 
heart  attacks,  increases  the  risk  of  the  user  having  an  upper  gas- 
trointestinal bleed. 

We  are  collaborating  with  a  colleague  here  at  the  School  of  Pub- 
lic Health,  Dr.  Ted  Colton,  in  two  follow-up  studies.  One  is  to  de- 
termine the  long-term  health  effects  of  silicone  gel  breast  implants, 
and  the  other  is  to  determine  the  long-term  health  effects  of  expo- 
sure to  diethylstilbestrol  during  pregnancy. 
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Another  colleague,  Dr.  Allen  Mitchell,  has  for  many  years  been 
conducting  a  study  to  learn  about  causes  of  birth  defects,  and  a 
very  important  recent  finding  from  that  study  is  that  women  who 
take  folic  add  supplements  have  a  reduced  risk  of  giving  birth  to 
a  child  with  a  serious  defect  of  the  brain  and  spinal  cord. 

Most  of  the  current  knowledge  that  we  have  about  disease  in 
women  is  based  on  data  collected  from  white  women,  and  there  is 
a  great  need,  as  Dr.  Healy  and  others  have  mentioned,  for  studies 
among  black  women  and  other  minority  groups.  Under  the  direc- 
tion of  my  colleague  Dr.  Palmer,  we  are  using  the  surveillance 
study  data  for  specific  analyses  of  the  health  effects  of  drugs  in 
black  women.  We  are  also  trying  to  obtain  fiinding  for  a  follow-up 
study  of  black  women  which  would  be  similar  to  studies  that  are 
currently  in  progress  among  white  women.  We  haven't  yet  man- 
aged to  receive  funding,  but  I  think  if  we  were  successful,  this 
study  would  fill  many  of  the  gaps  in  our  knowledge  about  causes 
of  disease  in  black  women. 

What  do  we  know  now  about  the  health  effects  of  hormone  sup> 
plements?  Estrogen  replacement  therapy,  or  ERT,  and  hormone  re- 
placement therapy,  or  HRT — HRT  being  estrogens  used  together 
with  a  progestin — are  now  among  the  most  commonly  prescribed 
drug  regimens  in  this  country. 

Originally,  estrogens  were  used  for  a  few  months,  or  perhaps  a 
few  years,  for  the  relief  of  symptoms  of  the  menopause,  but  now, 
ERT  and  HRT  are  widely  recommended  for  use  for  many  years, 
perhaps  even  for  the  life  of  the  woman,  with  the  hope  of  preventing 
heart  disease  and  fractures.  The  combination  regimen  of  estrogen 
and  progesterone  was  devised  after  it  was  discovered  that  estrogen 
alone  causes  cancer  of  the  lining  of  the  uterus.  The  hope  is  that  by 
adding  progesterone,  women  will  be  protected  from  that  increased 
risk. 

There  are  no  data  from  randomized  trialsvet  on  the  health  ef- 
fects of  ERT  or  of  the  combination  therapy.  There  have  been  many 
observational  studies,  however,  which  suggest  that  women  who  are 
currently  usin^  estrogen  have  a  reduced  risk  of  heart  attacks;  that 
the  reduction  is  related  to  how  long  they  have  used  the  drug,  with 
increasing  protection  the  longer  the  use;  but  tti&t  after  women  stop 
using  the  drug,  the  protection  goes  away. 

It  nappens  to  be  the  case  that  women  who  tend  to  use  estrogens 
also  are  women  who  have  a  lower  baseline  risk  of  heart  disease, 
and  therefore,  part  of  the  apparent  protective  effect  of  estrogen 
therapy  may  be  due  to  this  bias,  simply  that  healthier  women  use 
estrogens.  And  that  is  one  veiy  important  reason  why  we  need  a 
randomized  trial  to  answer  this. 

Estrogen  replacement  therapy  reduces  the  risk  of  fractures,  but 
as  for  heart  disease,  the  protection  seems  to  disappear  a  few  years 
after  stopping.  Lon^-term  estrogen  use  certainly  increases  the  risk 
of  cancer  of  the  linmg  of  the  uterus,  and  it  appears,  although  it  is 
uncertain,  that  it  may  increase  the  risk  of  breast  cancer. 

Much  less  is  known  about  the  health  effects  of  hormone  replace- 
ment therapy,  estrogen  with  progesterone.  This  combination  ther- 
apy probably  reduces  the  risk  of  fractures  while  the  drug  is  being 
used.  There  are  not  data  on  the  effect  on  heart  disease  risk  of  com- 
bination therapy,  and  the  effect  may  well  be  unfavorable  because 
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progesterone  can  reverse  the  beneficial  effect  that  estrogen  has  on 
serum  cholesterol. 

There  is  some  evidence  on  breast  cancer  risk,  very  little,  but 
what  little  evidence  we  have  on  the  effect  of  hormone  replacement 
therapy  I  think  is  cause  for  great  concern  and  su^ests  that  it  may 
increase  the  risk  of  breast  cancer.  The  combination  probably  does 
not  increase  the  risk  of  endometrial  cancer,  cancer  of  the  lining  of 
the  uterus,  but  this  is  not  definitively  established  yet. 

There  is  a  clear  need  for  more  mowledge  about  the  long-term 
health  effects  of  these  drugs.  We  do  know  alternative  ways  to  re- 
duce the  risk  of  heart  disease  and  fractures.  For  example,  women 
who  participate  in  moderate  physical  exerdse  or  who  quit  smoking 
have  a  reduced  risk  both  of  heart  disease  and  of  fractures. 

However,  we  do  not  know  how  to  reduce  the  risk  of  breast  can- 
cer. Despite  these  facts,  and  despite  the  gaps  in  our  knowledge, 
millions  of  women,  American  women  particularly,  are  being  urged 
to  use  these  drugs  for  the  rest  of  their  lives.  In  my  view,  these 
drugs  are  being  prescribed  without  adequate  assessment  of  the 
risks,  benefits,  and  alternatives. 

As  far  as  future  research  is  concerned,  our  surveillance  study 
will  continue  to  collect  data  to  assess  the  long-term  effects  of  estro- 
gen therapy,  hormone  replacement  therapy,  and  whatever  new 
regimens  are  introduced,  for  as  long  as  we  can  obtain  funding. 
There  will  be  a  need  for  long-term  observational  studies  for  as  long 
as  these  drugs  are  used,  and  I  expect  that  we  and  other  investiga- 
tors will  continue  to  write  grant  proposals  to  assess  their  effects 
and,  of  course,  we  will  continue  to  respond  to  RFPs  and  RFAs  that 
are  issued  by  NIH. 

Dr.  Healy  has  introduced  a  new  focus  in  the  NIH,  a  focus  on 
women's  health,  and  this  is  verv  commendable  and  has  been  need- 
ed for  a  long  time.  As  part  of  that  focus,  a  randomized  trial  of  es- 
trogen and  of  hormone  replacement  therapv  will  be  carried  out 
witliin  a  larger  trial  called  the  Women's  Health  Initiative.  That 
trial  is  also  concerned  with  at  least  two  other  interventions. 

I  think  a  randomized  trial  is  much  needed,  but  I  think  it  would 
have  a  greater  chance  of  successful  completion  if  the  trial  of  estro- 
gen and  hormone  replacement  were  conducted  as  a  separate  trial. 

In  the  past,  most  of  the  research  funded  by  NIH  has  been  initi- 
ated by  investigators.  This  has  been  very  productive,  and  from 
what  Dr.  Healy  said  today,  it  seems  that  this  will  continue,  and  I 
applaud  that.  I  t^ink  it  has  been  very  productive.  I  think  that  the 
best  way  for  NIH  to  direct  research  is  to  select  topics  of  importance 
such  as  the  health  effects  of  silicone  breast  implants  or  the  health 
effects  of  diethylstilbestrol  exposure  and  then  to  issue  RFPs,  or 
even  preferably  RFAs,  for  investigators  to  then  devise  research  de- 
signs and  for  committees  of  their  peers  to  judge  which  design  is 
best  And  certainly  NIH  needs  more  funding.  Anyone  who  is  an  in- 
vestigator knows  that  we  have  to  spend  an  increasing  proportion 
of  our  time  writing  grant  proposals,  trying  to  obtain  support 

Finally,  commendably,  NIH  has  been  devising  a  strategic  plan  to 
guide  its  research  agenda  over  the  next  five  or  10  years.  I  have 
seen  some  interim  drafts;  I  haven't  seen  the  final  plan.  In  the  past, 
there  were  three  areas  that  NIH  focused  on:  biologic  research,  clini- 
cal research,  and  epidemiology  or  population  studies.  In  the  draft 
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that  I  saw,  which  was  an  interim  draft,  NIH  seemed  to  be  empha- 
sizing biologic  research  and  clinical  research,  but  deemphasizing 

epidemiology.  ,      ,  ,      ,  ,.  £__         • 

Some  of  our  greatest  public  health  advances  have  come  from  epi- 
demiologic research,  and  I  think  they  will  continue  to  come  from 
this  discipline,  so  I  would  urge  that  NIH  continue  to  emphasize 
epidemiologic  studies.  tn     />  i 

I  would  like  to  end  by  seconding  what  my  colleague,  Dr.  Ockene, 
said  about  preventive  efforts.  I  think  that  NIH  has  been  putting 
more  effort  into  preventive  efforts  and  even  more  would  be  a  good 
thing— efforts  such  as  smoking  prevention  programs,  intervention 
programs  to  promote  moderate  exercise,  programs  to  promote 
healthier  diets,  and  programs  for  the  prevention  of  the  trans- 
mission of  the  AIDS  virus. 

Thank  you  very  much.  [Applause.] 

The  Chairman.  Thank  you  very  much. 

\The  prepared  statement  of  Ms.  Rosenberg  appears  in  the  appen- 
J.    ^ 

The  Chairman.  Dr.  Rosenberg,  you  mentioned  the  difference  be- 
tween the  cause  and  prevention  of  disease  is  based  on  data  col- 
lected primarily  from  white  women  in  many  of  these  areas.  The 
death  rate  friam  coronary  heart  disease  is  higher  for  black  women 
than  white  women,  and  the  incidence  of  breast  cancer  is  lower  for 
black  women,  but  the  death  rate  is  higher;  and  black  women  have 
less  problem  with  osteoporosis  than  white  women. 

So  do  women  of  color  respond  differently  than  white  women  to 
estrogen  replacement  therapy? 

Ms.  Rosenberg.  No  one  knows.  And  black  women  are  much  less 
likely  to  be  prescribed  estrogen  than  white  women  are.  Part  of  the 
reason  is  that  black  women  are  much  less  integrated  into  the  medi- 
cal care  system.  In  this  instance,  I  think  it  might  be  a  benefit,  be- 
cause some  practitioners  are  now  beginning  to  think  of  menopause 
as  a  deficiency  disease,  so  it  is  being  demied  as  a  disease  State 
which  must  be  treated  by  estrogen.  And  I  don't  think  that  this  is 
so  much  the  case  for  blade  women.  But  the  health  effects  of 
estrogens  in  black  women  have  not  been  studied. 

The  Chairman.  Women  have  been  sort  of  left  out  of  the  trials 
and  the  resewrh.  Since  we  have  these  kinds  of  results  in  terms  of 
blacks  and  whites  in  certain  diseases,  are  you  going  to  be  looking 
at  clinical  trials  that  may  be  done  just  with  black  women  and  just 
with  white  women? 

Ms.  Rosenberg.  I  think  that's  very  possible,  or  what  Dr.  Healy 
has  been  urging  is  that  they  be  included  in  large  enou^  numbers 
in  the  current  trials  so  that  one  could  get  stable  results  within  that 
group.  Perhaps  an  alternative  is  to  conduct  separate  trials.  But  as 
you  say,  black  women  get  less  osteoporosis  than  white  women.  Part 
of  that  might  be  genetic,  but  part  of  it  might  also  be  related  to  the 
fact  that  uiey  tend  to  be  more  obese,  and  there  are  other  lifestyle 
differences  that  might  be  involved  here. 

The  Chairman.  Until  recently,  we  have  not  focused  on  the  dif- 
ferent chemical  and  biological  differences  between  men  and  women. 
But  I  guess  in  some  areas,  we  probably  have  to  be  sensitive  to  the 
disparities  that  exist  in  terms  of  color  and  ethnicity.  We  imder- 
stand  we  have  to  be  sensitive  to  this  as  well. 
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Ms.  Rosenberg.  Yes. 

The  Chairman.  Your  study  found  that  women  who  take  estrogen 
therapy  have  an  increased  risk  of  developing  cancer  of  the  uterus. 
Do  the  risks  of  estrogen  therapy  outweirfi  the  benefits? 

Ms.  Rosenberg.  It  depends  how  you  ao  these  calculations.  I  have 
never  done  a  risk-benefit  calculation.  I  think  they  are  very  suspect 
because  we  don't  really  know  what  the  true  reduction  is  in  the  risk 
of  heart  disease  and  to  wei^  that  against  the  increased  risk  of 
endometrial  cancer. 

Another  thing  that  comes  into  play  here  is  that  these  diseases 
happen  at  diiferent  ages,  so  that  tlie  reduction  in  the  risk  of  heart 
disease  might  be  most  important  at  much  older  aces,  whereas 
women  get  breast  cancer  at  younger  ages.  So  when  the  risks  and 
benefits  are  described  to  them,  1  think  they  are  very  rarely  told 
about  the  fact  that  certain  diseases  occur  at  different  ages. 

The  Chairman.  I  imagine  we  will  have  to  pursue  this  area  as 
well. 

Dr.  Wei,  is  there  anything  more  that  we  should  know  in  terms 
of  the  dietary  condition  of  older  persons — ^vitamins,  food  supple- 
ments such  as  calcium  which  prolong  life,  improve  health,  and 
counter  the  effects  of  aging? 

Dr.  Wei.  That's  an  excellent  question,  Senator  Kennedy,  and  is 
a  topic  of  immense  interest,  probably  even  more  out  in  the  commu- 
nity than  it  is  in  the  researdi  commimity.  But  certainly  it  is  an 
area  that  warrants  much  investigation,  and  there  are  possibly^ — ^for 
instance,  some  of  the  vitamins,  and  some  of  the  anti-oxidant 
agents,  that  may  perhaps  have  a  role  in  terms  of  preventing 
oxidative  or  peroxidative  damage  to  membranes  in  cells  and  also 
that  damage  mitochondria.  And  mitochondria,  as  you  know,  are  the 
powerhouses  for  each  of  our  cells,  and  if  we  can  keep  them  working 
as  well  as  possible,  then  we  can  be  more  assured  that  we  will  have 
an  excellent  energy  supply  that  allows  us  to  keep  going  and  our 
cells  to  keep  going. 

So  I  think  investigations  along  those  lines  will  be  very  beneficial. 

The  Chairman.  Dr.  Ockene,  rm  sure  you  are  familiar  with  the 
provisions  of  the  NIMH  bill  last  year  wluch  requires  States  to  de- 
velop their  own  procedures  to  restrict  or  prohibit  the  availabiUty  of 
cigarettes  to  yoimg  people  under  the  age  of  18,  and  that  if  they  fail 
to  do  so,  they  reduce  their  ability  to  obtain  certain  kinds  of  Federal 
funds.  We  are  going  to  watch  what  the  States  do  in  this  area. 
Fighting  the  tobacco  lobby  is  difficult  We  make  incremental 
progress  in  terms  of  the  tobacco  industry,  and  this  was  a  small 
measure  but  one  in  which  I  am  a  very,  veiy  strong  supporter.  Your 
testimony  indicates  we  still  have  far  to  go  and  I  hope  we  can  count 
on  you  to  help  as  well. 

Ms.  Ockene.  Yes,  and  Fd  like  to  just  comment  on  that.  I  think 
that  that  was  extremely  important,  and  I  think  we  are  learning 
more  and  more  that  poUcies  have  a  tremendous  effect  on  behaviors 
of  individuals.  And  that  is  one  area  that  we  can  all  be  much  more 
active  in. 

For  example,  I  am  very  pleased  to  say  that  Massachusetts  just 
passed  an  increased  excise  tax  for  cigarettes,  and  I  think  that  this 
is  something  that  we've  seen  demonstrated  does  have  a  tremendous 
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effect  on  the  buying  power  of  individuals,  especially  young  individ- 
uals, and  therefore  does  have  an  effect  on  the  rates  of  smoking. 

So  I  think  that  we  need  to  make  sure  we  integrate  policies  and 
direct  interventions  on  individuals  to  really  have  an  impact. 

The  Chairman.  Years  ago,  I  had  an  amendment  on  higher  taxes 
for  high  tar  and  nicotine.  Senator  Hart  and  I  sponsored  that,  18 
years  ago.  So  we  keep  coming  back  to  it,  and  well  do  what  we  can. 

Ms.  OcKENE.  So  you  were  ahead  of  the  time. 

The  Chairman.  Well,  people  have  been  after  this,  and  Greg 
Connelly  has  been  after  it  just  in  regard  to  foreign  poUcy.  The  idea 
that  these  tobacco  companies  can  advertise,  for  example,  in  the 
inner  cities  the  way  they  do,  and  Boston  can  t  control  it  because  it 
was  preempted  in  terms  of  national  legislation  30  years  ago  is  ab- 
solutely unconscionable. 

Well,  we  won't  get  into  all  of  these  other  things,  and  I  want  to 
thank  the  panel.  It  has  been  enormouslv  interesting,  and  I  think 
it  is  exciting,  and  it  is  important  that  those  in  other  parts  of  the 
country  understand  what  is  happening  here  and  that  we  tinder- 
stand  what  is  happening  in  other  areas. 

We  thank  the  panel  very,  very  much.  [Applause.] 

The  Chairman.  We'd  now  like  to  hear  from  Drs.  Amaro  and 
Laffel.  Treatment  of  women's  addictive  disorders  is  uncharted  terri- 
tory. Women  appear  to  become  addicted  more  rapidly  than  men 
ana  have  stronger  p^chological  dependency. 

The  infant  mortality  is  three  to  eight  times  higher  in  diabetic 
mothers  than  nondiabetic  mothers,  and  congenital  abnormalities  in 
children  of  diabetic  mothers  is  more  common  than  in  children  of 
nondiabetic  mothers. 

Dr.  Hortensia  Amaro  is  an  associate  professor  of  sodal  and  be- 
havioral sciences  at  Boston  University.  Dr.  Amaro  will  discuss  sub- 
stance abuse  in  women.  And  Dr.  Laffel  is  a  senior  physician  inves- 
tigator at  Jocelyn  Diabetes  Center,  and  she  will  discuss  diabetes  in 
women. 

We  want  to  thank  all  of  you  very  much.  You  have  all  been  ex- 
tremely kind.  And  I  want  to  thank  Dr.  Healy  as  well.  We  rarely 
find  in  this  btisiness  that  someone  who  heads  an  agency  remains 
to  hear  the  testimony  of  those  who  follow.  [Applause.]  I  think  it  is 
a  real  tribute  to  her  strong  commitment  that  she  has  remained 
with  us. 

Dr.  Amaro. 

STATEMENTS  OF  HORTENSIA  AMARO,  ASSOCIATE  PROFESSOR 
OF  SOCIAL  AND  BEHAVIORAL  SCIENCES,  BOSTON  UNIVER- 
STTY  SCHOOL  OF  PUBUC  HEALTH;  AND  DR.  LORI  LAFFEL, 
SENIOR  PHYSICIAN  INVESTIGATOR,  JOSLIN  DIABETES  CEN- 
TER 

Ms.  Amaro.  Good  morning.  Senator,  Dr.  Healy  and  Dr.  Dunn. 
My  name  is  Dr.  Hortensia  Amaro,  and  I  am  an  associate  professor 
of  social  and  behavioral  sciences  at  Boston  University  School  of 
public  health.  I  am  pleased  to  be  here  today  to  discuss  research  on 
women's  health. 

I  am  going  to  focus  my  comments  on  two  areas  to  which  I  have 
devoted  most  of  my  career — women's  substance  use  and  Hispanic 
women's  health. 
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My  written  testimony  which  I  submit  for  the  record  provides 
more  details  on  the  issues  I  am  going  to  discuss  in  my  presen- 
tation. 

First,  I  would  like  to  hic^hlight  some  of  the  things  we  have 
learned  in  the  course  of  implementing  a  three-year,  NIDA-funded, 
community-based  HIV  prevention  program  with  over  550  pregnant 
women  drug  users,  and  more  recently,  with  implementing  a  five- 
year  CSAP-funded  early  intervention  program  for  over  700  preg- 
nant women  drug  users. 

Both  of  these  demonstration  projects  are  unique  in  that  they 
stress  the  importance  of  street  outreach  to  reach  and  identify 
women  at  risk.  This  involves  going  to  where  women  who  are  ad- 
dicted live,  be  it  in  public  housing  or  welfare  hotels,  going  to  where 
women  buy  dru^  and  where  women  engage  in  prostitution  in 
order  to  engage  tnem  in  the  project 

The  Moms  Project  also  stresses  the  critical  role  of  women  who 
are  themselves  in  recovery  as  the  staff  that  can  most  successfully 
engage  women  in  the  treatment  process. 

As  a  result  of  these  approaches,  we  are  able  to  reach  women  that 
others  cannot  reach. 

The  first  observation  is  that  it  is  important  to  note  that  in  the 
last  4  years,  we  have  seen  significant  improvements  in  the  avail- 
ability of  drug  treatment  for  pregnant  women,  specifically  in  Mas- 
sachusetts. Four  years  ago,  we  could  hardly  find  a  detoxification 
center,  a  shelter,  or  residential  treatment  program  that  could  ac- 
cept pregnant  women  and  their  children.  Today  there  are  over  30 
b^s  in  detoxification  centers  and  42  beds  in  residential  treatment 
programs  specifically  targeted  for  pregnant  women  and  their  chil- 
dren. There  are  also  now  shelters  sp^nfically  targeted  for  women 
and  their  children  in  this  State. 

This  change  was  brought  about  by  the  Federal  initiatives  for 
fiinding  for  such  programs  and  also  by  the  CSAP-fiinded  Massachu- 
setts Coalition  on  Addiction,  Parenting  and  Pregnancy,  which 
brings  together  providers  firom  a  broad  range  of  areas  together  to 
improve  women's  access  to  treatment. 

A  second  observation  fi-om  our  experience  is  that  there  continues 
to  be  a  great  unmet  need  in  substance  abuse  treatment  for  women. 
Out  of  550  women  engaged  in  our  NIDA-funded  program,  89  per- 
cent were  actively  addicted  to  illicit  drugs,  but  only  19  percent 
were  in  any  type  of  treatment  program. 

Since  the  majority  of  women  in  our  study  were  addicted  to  crack, 
about  70  percent,  and  to  cocaine,  about  60  percent,  available  meth- 
adone treatment  programs  were  not  usefiil  to  them.  We  also  found 
that  many  women  could  not  benefit  fi'om  existing  outpatient  treat- 
ment programs.  Over  half  of  the  women  we  work  with  are  home- 
less or  lack  stable  housing,  and  many  women  are  living  in  other 
people's  apartments,  in  situations  that  are  not  conducive  to  recov- 
ery. As  such,  outpatient  programs  are  not  well-matched  to  the 
needs  of  m£my  addQcted  women  because  housing  is  a  primary  prob- 
lem that  remains  unaddressed  by  outpatient  programs. 

For  some  groups  of  women,  appropriate  treatment  is  impossible 
to  find.  For  example,  there  are  virtually  no  programs  that  can  ap- 
propriately serve  women  diagnosed  with  mental  illness  as  well  as 
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addiction;  second,  adolescent  girls  who  are  addicted,  and  third,  His- 
panic women. 

Detoxification  and  residential  treatment  programs  that  are  cul- 
turally and  linguistically  appropriate  for  Hispanic  women  do  not 
exist  in  Boston.  Some  outpatient  treatment  programs  exist  for  His- 
panic women,  but  they  are  limited  in  scope  and  in  the  number  of 
clients  that  they  serve. 

In  summary,  our  observations  point  to  the  need  for  substance 
abuse  treatment  services  that  meet  the  needs  of  women  who  are 
addicted  to  alcohol,  to  crack,  to  cocaine;  programs  for  women  who 
are  homeless  and  in  transitional  housing;  programs  for  adolescent 
girls  and  programs  for  Hispanic  women. 

Further,  the  l&ds.  of  sources  to  pay  for  child  care  and  child  treat- 
ment continues  to  be  a  maior  barrier  to  treatment  for  women. 
Funds  need  to  be  specifically  allocated  for  child  care  and  child 
treatment,  for  residential  and  outpatient  substance  abuse  treat- 
ment 

Next,  I  would  like  to  highUght  some  of  the  most  pressing  re- 
search needs  related  to  women's  substance  use  and  to  put  forth 
some  recommendations  to  address  these  gaps. 

First,  ^e  national  studies  that  document  substance  use  must  be 
revised  to  improve  the  knowledge  base  on  women's  drug  use.  The 
samples  in  these  studies  must  be  expanded  to  include  the  home- 
less, out-oi^school  youth,  and  ethnic  minority  sufa^oups  in  suffi- 
cient numbers  so  as  to  allow  indepth  analysis  of  substance  use 
among  women  in  these  populations. 

Further,  analysis  of  data  from  the  National  Household  Study,  the 
High  School  Seniors  Survey,  and  the  Drug  Abuse  Warning  Network 
should  systematically  explore  and  report  gender-spedfic  patterns  in 
drug  use.  Attention  to  gender-specific  patterns  has  been  lacking  in 
past  reports  of  these  (&ta.  For  example,  the  last  report  from  the 
Drug  Abuse  Warning  Network  failed  to  note  the  greater  increase 
in  cocaine-related  emergency  room  admissions  among  women  com- 
pared to  men  and  the  striking  increase  of  overall  emergency  drug- 
related  consequences  for  women  compared  to  men. 

Failure  to  note  sudi  important  gender-specific  trends  in  sub- 
stance use  contributes  to  the  lack  of  research  and  public  policy  at- 
tention on  women  and  substance  use. 

A  second  recommendation  is  that  the  Center  for  Substance  Abuse 
Prevention  and  the  National  Institute  on  Drug  Abuse  should 
prioritize  research  on  gender-spedfic  factors  assodated  with  initi- 
ation and  progression  of  substance  use  in  girls  and  women.  Related 
to  this  is  a  recommendation  that  the  National  Institute  on  Drug 
Abuse  prioritize  the  development  and  evaluation  of  prevention  pro- 
grams designed  to  address  gender-specific  issues. 

The  majority  of  prevention  programs  do  not  employ  gender-spe- 
cific approaches  to  prevention,  and  there  is  little  information  on  the 
relative  effectiveness  of  these  programs  with  girls.  Yet  we  know 
from  previous  research  that  women  and  men  are  introduced  to 
drug  use  in  different  ways  and  that  factors  that  influence  their  pro- 
gression in  drug  use  also  differ  in  some  important  ways. 

For  example,  in  contrast  to  boys  and  youne  men,  whose  partici- 

f nation  in  drug  use  is  typically  through  a  male  friendship,  for  ado- 
escent  girls  as  well  as  for  adult  women,  introduction  to  drug  use 


35 

and  escalation  of  drug  use  often  occurs  in  the  context  of  a  love  or 
sexual  relationship.  Girls  are  espedally  vulnerable  to  the  influence 
of  male  partners  due  to  socialization  which  emphasizes  the  impor- 
tance of  retaining  relationships. 

In  studies  at  Boston  City  Hospital,  m>r  coUea^ie  Barry 
Zuckerman  and  I  have  found  tiiat  adolescent  girls  who  nave  male 
partners  who  use  drugs  are  two  to  three  times  at  greater  risk  for 
using  drugs  themselves. 

Programs  that  take  into  account  gender-specific  issues  related  to 
prevention  of  siibstance  use  need  to  be  developed  and  empirically 
tested  with  different  age  and  ethnic  groups. 

The  fourth  recommendation  is  that  the  National  Institute  on 
Drug  Abuse  and  the  Center  for  Substance  Abuse  Treatment  sup- 
port the  development  and  evaluation  of  various  treatment  ap- 
proaches for  women,  including  women-centered  approaches.  Specif 
attention  should  be  given  to  the  development  of  women-centered 
models  that  are  appropriate  for  women  of  diverse  ethnic,  racial, 
and  cultural  groups. 

The  ADAIVIHA  Reorganization  Act  provides  for  15  percent  of  re- 
search budgets  in  NIAAA,  NIDA  and  NIMH  to  be  devoted  to  serv- 
ices research.  I  would  suggest  that  some  of  these  funds  be  directed 
to  test  the  impact  of  various  models  of  treatment  on  improved  ac- 
cess and  outcomes  for  women  of  varying  ethnic  and  racial  groups. 

And  finally,  research  is  needed  on  effective  methods  of  HlV  risk 
reduction  among  women  who  use  injection  drugs  as  well  as  crack 
and  cocaine,  because  the  use  of  crack  and  cocaine  is  associated  with 
exchanging  sex  for  drugs,  and  can  therefore  place  women  at  risk 
for  infection. 

The  one  major  breakthrough  that  is  needed  if  we  are  going  to  be 
more  effective  in  helping  women  to  reduce  risk  of  HIV  mfection  is 
the  development  of  a  female-controlled  barrier  method — ^and  I  am 
not  speaking  of  the  female  condom,  which  I  think  won't  be  used  by 
a  lot  of  women  at  risk.  Rather,  I  think  what  we  need  is  basic 
science  research  that  will  fadhtate  the  development  of  an  effective 
and  safe  feracide. 

Finally,  Td  like  to  bring  your  attention  to  two  issues  related  to 
improving  data  on  the  hesuth  status  of  Hispanic  women.  In  the  last 
few  vears,  we  have  witnessed  an  unprecedented  recognition  of  the 
neea  to  improve  the  State  of  knowledge  on  women's  nealth  issues 
and  on  the  health  of  minority  populations,  and  I  applaud  the  NIH 
and  the  National  Center  for  Health  Statistics  for  their  recent  ef- 
forts to  make  research  and  data  more  relevant  to  the  needs  of  the 
American  public 

Given  the  vital  importance  of  the  Women's  Health  Initiative  and 
the  Disadvantaged  Minority  Health  Improvement  Act,  I  would  like 
to  bring  your  attention  to  some  problems  that  have  thwarted  the 
initial  intent  of  these  initiatives. 

The  sampling  design  for  the  Women's  Health  Initiative  will  re- 
sult in  80  percent  of  the  study  sample  being  white  women  and  20 
percent  being  nonwhite  women.  This  categorization  of  ethnic  mi- 
nority women  presents  a  serious  problem,  in  my  opinion,  since  they 
represent  very  diverse  and  heterogeneous  popiuations  with  distinct 
health  problems.  Grouping  these  populations  cannot  be  justified 
from  a  scientific  or  a  practical  perspective. 
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But  even  if  data  for  the  cpnoups  are  disaggregated  and  reported 
separately,  the  sample  size  tor  each  ethnic  group  and  for  subgroups 
within  those  ethnic  groups  will  be  too  small  to  provide  the  mucn- 
needed  information  on  the  health  problems  women  in  Asian,  black, 
Hispanic,  and  Native  American  communities.  The  sample  sizes  of 
women  in  these  communities  must  be  sufficiently  increased  in 
order  to  jaeld  valuable  information  on  these  populations,  and  I 
would  concur  with  Commissioner  Kurland's  su^estion  that  health 
agencies  with  a  tradition  of  serving  communities  of  color  be  made 
partners  in  these  efforts  throuch  the  Women's  Health  Initiative. 

Finally,  the  Disadvantaged  Minority  Health  Improvement  Act  of 
1990  introduced  in  the  Senate  by  you.  Senator,  was  a  very  impor- 
tant step  in  addressing  the  dearth  of  information  on  the  health  sta- 
tus of  minorities.  This  Act  has  important  implications  for  improv- 
ing the  heal^  data  on  Hispanics,  who  will  be  the  largest  minority 
group  by  the  year  2000,  and  also  the  Asians,  who  are  the  fastest 
growing  minority  group. 

However,  the  Act  has  not  been  as  effective  as  originally  intended, 
for  two  reasons.  First,  the  low  level  of  funding  approved  compared 
to  what  was  originally  appropriated  hampered  the  effectiveness  of 
the  Act  For  example,  in  the  appropriation  last  year,  while  $10  mil- 
lion was  authorized,  only  approximately  $1  million  was  appro- 
priated. In. the  reauthorization  act  scheduled  to  take  place  early 
this  year,  every  effort  should  be  made  to  achieve  full  approval. 

In  addition,  I  would  suggest  that  new  language  be  added  to  the 
bill  to  encourage  the  study  of  minority  women's  health. 

And  the  second  issue  with  the  Disadvantaged  Minority  Health 
Improvement  Act  is  that  unfortunately,  the  National  Center  for 
Health  Statistics  did  not  guide  the  distribution  of  fiinds  according 
to  the  report  language  that  suggested  the  money  be  used  for  funo- 
ing  the  development  of  researen  infrastructures,  and  as  a  result, 
the  initial  intent  to  develop  research  infrastructure  in  minority 
communities  was  thwarted. 

Thank  you.  Senator,  for  this  opportunity  to  address  these  issues. 

The  Chairman.  Thank  you.  [Applause.]  Perhaps  you  could  send 
us  a  note  on  that  last  point,  about  now  that  was  distorted,  and  also 
the  recommendations  on  how  to  deal  with  it 

Ms.  Amaro.  ok 

The  Chairman.  I  think  we  could  probably  do  it  without  even  a 
legislative  change,  but  Fd  be  interested  if  you  could  do  that  inde- 
pendently. 

Ms.  Amaro.  I  would  be  happy  to  do  that  And  related  to  that,  I 
would  suggest  that  perhaps  in  the  reauthorization,  you  might  want 
to  consider  language  that  specifically  guides  them  to  target  some 
of  these  moneys  for  research  on  minority  women's  health. 

The  Chairman.  Good. 

[The  prepared  statement  of  Ms.  Amaro  appears  in  the  appendix.] 

The  Chairman.  Dr.  Laffel,  thank  you  for  being  here. 

Dr.  Laffel.  Good  afternoon,  now.  Senator  Kennedy,  Dr.  Healy 
and  guests. 

Fd  like  to  thank  you.  Senator  Kennedy,  for  inviting  me  to  this 
hearing.  My  name  is  Dr.  Lori  Laffel.  I  am  a  senior  physician  and 
investi^tor  at  the  Joslin  Diabetes  Center,  the  Nation's  largest  and 
oldest  mstitution  dedicated  solely  to  diabetes  research  and  patient 
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care.  I  have  come  today  to  talk  to  you  about  the  health  challenges 

f)osed  to  women  by  an  unseen,  frequently  forgotten,  yet  potentially 
ethal  illness,  namely,  diabetes. 

First,  I  am  going  to  outline  the  scope  of  the  problems  posed  by 
diabetes.  Next,  I  will  briefl>r  review  recent  successes  and  current 
initiatives.  And  finally,  I  will  briefly  outline  future  directions  to 
manage  this  challenge  posed  by  diabetes. 

Diabetes  is  the  prototype  chronic  disease  of  women.  Diabetes  and 
its  debilitating  complications  strike  women  throughout  their  Uves, 
as  infants,  young  children,  teenagers,  wives,  child  bearers,  moth- 
ers, and  as  grancmiothers. 

Diabetes  accelerates  the  aging  process  and  often  shortens  life. 
Few  people  realize  what  a  devastating  disease  diabetes  still  is  70 
years  after  the  introduction  of  lifesaving  insulin.  And  now  for  the 
grim  statistics. 

More  than  7  million  American  women  have  diabetes.  The  preva- 
lence of  diabetes  is  increasing  6  percent  per  year.  Diabetes  kills  or 
contributes  to  the  deaths  of  150,000  people  each  year,  slightly  more 
than  half  of  whom  are  women.  In  a  single  year,  diabetes  kills  as 
many  people  as  have  died  during  the  entire  history  of  the  AIDS 
epidemic. 

The  annual  price  tag  to  the  American  public  for  diabetes  is  over 
$30  billion  in  medical  services  and  lost  productivity.  A  maior  piece 
of  that  cost  is  paid  by  the  taxpayer,  through  Medicare,  Medicaid 
and  other  programs. 

Diabetes  can  cause  a  host  of  devastating  complications  affecting 
women,  their  offspring  and  their  families.  First,  diabetes  is  a  lead- 
ing risk  factor  for  heart  disease.  By  a£^e  55,  half  of  the  people  who 
were  diagnosed  with  diabetes  as  children  or  voung  adults  have 
heart  disease,  and  one  out  of  three  of  those  people  has  died  because 
of  heart  disease. 

Diabetes  is  the  great  equalizer  for  heart  disease  in  women.  While 
in  the  general  population,  men  are  four  times  more  likely  to  de- 
velop premature  heart  disease  as  women,  the  risk  of  developing 
heart  and  cardiovascular  disease  is  the  same  for  a  woman  with  dia- 
betes as  it  is  for  a  man  with  diabetes. 

Diabetes  is  the  leading  cause  of  new  blindness  in  adults.  Diabe- 
tes is  the  leading  cause  of  kidney  failure  requiring  dialysis  or  a  kid- 
ney transplant  And  people  with  diabetes  are  50  times  more  prone 
to  gangrene,  which  can  lead  to  the  loss  of  a  limb. 

Now,  despite  these  grim  statistics,  the  story  of  women  and  diabe- 
tes is  in  many  ways  an  uplifting  one.  The  United  States  is  the 
international  leader  in  biomedical  research  and  in  diabetes  re- 
search in  particular.  With  Federal  assistance,  our  Nation's  univer- 
sities and  research  institutions  have  built  the  facilities,  assembled 
the  equipment  and  attracted  outstanding  investigators  from  many 
disciplines  of  science  to  focus  on  diabetes.  Biochemists  and  molecu- 
lar biologists  are  unraveling  the  fundamental  causes  of  diabetes 
and  its  complications.  Geneticists  are  now  mapping  the  genetic  de- 
fects of  diabetes  and  are  learning  how  to  correct  them. 

The  Joslin  Diabetes  Center  in  particular  has  a  number  of  major 
research  projects  imderway,  thanks  to  maior  funding  from  the 
NIH.  For  example,  Dr.  Ron  Kahn,  who  is  Joslin's  research  director, 
and  his  team  are  focusing  on  the  structure  of  the  insulin  receptor, 
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those  sites  on  the  cell  wall  specifically  designed  to  recognize  insulin 
and  allow  cells  to  absorb  glucose  from  the  bloodstream. 

Dr.  Gordon  Weir  and  his  associates  are  clarifying  the  pathways 
and  metabolisms  that  cause  insulin  secretion,  and  they  are  examin- 
ing the  death  and  regeneration  of  the  insulin-producing  pancreatic 
beta  cells,  in  the  hopes  of  improving  the  possibility  of  eyelet  cell 
transplantation. 

Dr.  George  King  is  undertaking  a  major  cell  biolo^  initiative  in 
the  study  of  diabetic  retinopathy,  which  causes  blindiiess  in  thou- 
sands of  people  each  year.  Dr.  line's  team  is  also  investigating  the 
molecular  mechanisms  by  which  nigh  concentrations  of  sugar  in 
the  bloodstream  cause  vascular  disease  in  people  with  diabetes. 

And  one  last  example.  Dr.  Angi  Kolesky  and  I  are  investigating 
the  role  of  hypertension,  diet,  blood  sugar  control,  and  genetic  fac- 
tors on  the  occurrence  of  kidney  disease  in  insulin-dependent  dia- 
betes. 

The  NIH  support  has  been  crucial  as  well  in  Joslin's  history  of 
improving  diabetes  care.  As  I  mentioned  before,  the  story  of  women 
and  diabetes  is  in  manv  ways  an  uplifting  one  that  actually  began 
in  the  1920s,  when  a  female  physician  named  Dr.  Priscilla  White 
first  joined  the  Joslin  practice. 

At  that  time,  the  survival  rate  for  women  with  diabetes  who 
opted  to  have  children  was  only  50  oercent  In  the  1930s,  while  the 
maternal  survival  had  improved,  hsQf  of  the  babies  bom  to  mothers 
with  diabetes  still  died.  Gradually,  Dr.  White  discovered  techniques 
to  help  both  mothers  and  their  babies  to  live.  Today,  70  years  of 
improvement  in  diabetes  care  and  neonatal  technology,  we  can  now 
say  that  the  survival  rate  for  pregnancies  complicated  by  maternal 
diabetes  is  at  96  percent,  near  that  of  the  nondiabetic  woman. 

However,  there  are  many  problems  still  remaining.  We  need  to 
ensure  that  there  is  proper  prenatal  care  for  these  women  with  dia- 
betes, and  we  need  to  identify  ways  to  prevent  the  birth  defects 
that  are  occurring  in  their  offspring,  defects  that  occur  at  a  rate 
two  to  threefold  greater  than  that  in  the  nondiabetic  population. 

A  great  deal  of  research  is  also  needed  to  help  women  with  dia- 
betes overcome  the  complications  of  their  disease,  to  allow  these 
women  to  survive  to  see  their  children  grow  to  adulthood  and  to 
enable  these  women  to  enjoy  their  grandchildren. 

Unfortunately,  we  know  very  little  about  how  pregnancy  affects 
the  complications  in  women  with  diabetes.  For  example,  up  until 
a  few  years  ago,  women  with  diabetes  and  kidney  disease  were  dis- 
couraged from  having  children  because  of  the  risk  to  the  fetus  and 
the  fears  of  how  pregnancy  would  accelerate  their  kidney  disease. 
Today  at  Joslin,,  we  nave  helped  hundreds  of  women  with  kidney 
disease  and  diabetes  navigate  these  previously  uncharted  waters 
and  have  successful  pregnancies. 

So  we  figured  out  how  to  lower  the  risk  to  the  fetus,  but  now  we 
have  to  learn  how  to  better  treat,  manage  and  prevent  these  com- 
plications like  kidney  disease  and  heart  disease  in  the  mothers  so 
that  these  mothers  can  live  to  nurture  their  children  and  their 
grandchildren. 

Again,  heart  disease  in  women  with  diabetes  is  a  major  area  re- 
quiring a  great  deal  of  additional  research.  What  is  it  about  this 
disease  that  makes  a  woman  just  as  likely  as  a  man  to  develop 
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heart  disease,  while  nondiabetic  women  are  far  less  likely  than 
their  male  counterparts  to  develop  these  complications  of  the  heart 
and  blood  vessels? 

Also,  blindness  and  visual  disabilities  are  also  among  the  most 
devastating  complications  of  diabetes.  Joslin's  Dr.  lAowd  Ayello  pio- 
neered the  use  of  scatter  laser  photocoagulation  in  order  to  halt  the 
debilitating  cell  death  that  leads  to  diabetic  retinopathy  and  blind- 
ness. Althoui^  today  we  can  prevent  95  percent  of  total  blindness 
in  patients  who  receive  the  appropriate  medical  care,  we  are  still 
faced  with  severe  visual  disabilities  that  will  occur  in  those  not  get- 
tine  appropriate  care  and  in  those  5  percent  who  require  newer 
tecnniques  for  earlier  detection  and  better  treatment. 

And  now,  what  about  the  children  of  these  diabetic  women?  Re- 
search and  statistics  tell  us  that  these  youngsters  are  ten  times 
more  likely  to  develop  diabetes  themselves  than  the  children  of 
nondiabetics.  Recent  investigations  at  Joslin  have  shown  us  that 
we  can  lower  the  risk  of  the  diabetic  woman's  child  developing  dia- 
betes if  the  mother  postpones  having  children  until  she  is  25  years 
old  or  older.  Now,  why  this  happens,  we  don't  know.  But  even  wiUi 
this  knowledge,  we  luiow  that  more  women  with  diabetes  will  be 
having  children. 

As  a  result,  each  future  generation  will  have  successively  more 
people  with  diabetes  than  the  previous  generation  unless  and  until 
research  enables  us  to  find  ways  of  preventing  the  disease. 

Today,  research  at  Joslin  has  enabled  us  to  identify  relatives  of 
a  patient  with  diabetes  who  are  at  high  risk  for  developing  diabetes 
themselves,  but  now  we  need  research  that  will  enable  us  to  pre- 
vent that  process  from  occurring. 

We  at  Joslin  have  a  preschool  clinic  to  help  children  who  develop 
diabetes  and  their  families  cope  with  a  verv  demanding  disease 
that  makes  a  parent  constantly  mindful  of  what  and  when  a  child 
eats,  how  much  a  child  exercises,  when  was  her  last  dose  of  insu- 
lin, and  how  high  or  low  her  blood  sugar  was  an  hour  ago. 

'The  psychological  pressures  of  this  disease  are  immense,  and 
with  many  women  growing  up  in  single-parent  households  with 
single  motners  these  days,  uie  demands  can  be  even  more  challeng- 
ing. 

In  summary,  the  elobal  aspects  of  women's  medicine  are  most 
clearly  apparent  in  (fiabetes.  "To  meet  the  growing  challenge  of  this 
chronic  oisease  and  to  provide  for  the  well-being  of  women  through 
the  different  phases  of  their  lives,  we  need  to  increase  funding  tor 
research  to  do  the  following. 

We  need  to  identify  the  causes  and  find  ways  to  prevent  or  mini- 
mize complications  in  women,  particularly  involving  the  heart  and 
the  kidneys. 

We  need  to  address  the  threat  of  blindness.  With  the  growing 
prevalence  of  diabetes,  it  is  crucial  that  increased  resources  be  di- 
rected to  diabetic  eye  research.  An  important  component  of  the 
NIH  reauthorization  bill  this  year.  Section  455(a),  which  was  intro- 
duced by  you.  Senator  Kennedy,  will  fund  three  national  centers 
for  clinical  research  on  diabetes  eye  care  under  the  National  Eye 
Institute. 

We  also  need  to  prevent  birth  defects  in  the  offspring  of  these  di- 
abetic women. 
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Most  importantly,  we  need  to  identify  modes  of  health  care  deliv- 
ery that  are  most  effective  in  helping  people  with  a  chronic  disease 
like  diabetes  and  their  families  cope  with  the  physical  and  psycho- 
\ogica\  challenges  posed  by  this  disease. 

And  finally,  we  need  to  identify  the  genetic  and  environmental 
factors  that  cause  diabetes  so  that  we  can  prevent  it 

All  these  issues  that  I  have  just  discussed  need  to  be  studied  in 
Caucasians  and  in  minority  populations  because  the  factors  in- 
volved in  the  development  of  aiEQ>etes,  the  genetic  factors  and  the 
environmental  factors,  may  be  very  specific. 

Our  goals  must  ultimately  be  to  help  women  with  diabetes  live 
long  enough  and  complication-free  enoi^^  to  pursue  a  career,  raise 
their  children,  and  enjoy  their  grandchildren.  And  we  must  find  the 
means  to  prevent  this  disease  and  its  complications  once  and  for 
all. 

Thank  you  very  much.  [Applause.] 

The  Chairman.  Thank  you  very  much. 

I  have  just  a  couple  of  questions.  Dr.  Amaro,  I  have  been  inter- 
ested in  the  results  of  acupuncture  treatment  for  people  with  addic- 
tions. Has  there  been  some  study  of  that,  and  could  you  give  us  any 
of  the  results  on  that? 

Ms.  Amaro.  There  really  continues  to  be  a  lack  of  research  in 
that  area,  but  I  think  what  makes  research  in  that  area  important 
is  that  there  are  a  lot  of  drug  treatment  facilities  that  are  using 
acupuncture  as  an  ac^iinct  to  counseling  or  other  types  of  either  in- 
patient or  outpatient  treatment  And  there  are  some  findings  from 
studies  at  Lincoln  Hospital  in  New  York  that  sugsest  that  acupunc- 
ture may  be  beneficial  in  reducing  the  effects  of  symptoms  of  de- 
toxification, withdrawal  and  craving.  But  there  really  need  to  be 
more  controlled  studies. 

The  Chairman.  OK.  Dr.  Laffel,  I  guess  the  prevalence  of  diabetes 
is  increasing  bv  6  percent  per  year.  Obviously,  the  programs  need 
to  be  targeted  ooth  at  the  prevention  of  the  disease  and  helping  di- 
abetic women  cope  with  the  disease  and  its  effects  on  child  birth 
and  other  complications. 

How  do  you  balance  the  areas  of  prevention  and  research?  Obvi- 
ously, we  want  to  do  both,  but  can  you  give  us  some  insight  from 
your  own  experience  as  to  prioritizing? 

Dr.  Laffel.  That's  a  veiy  important  point.  First,  of  the  7  million 
American  women  with  diabetes,  many  of  them  are  undiagnosed  at 
this  time.  So  part  of  the  issue  is  not  only  in  treating  the  disease, 
but  it  is  also  recognizing  those  afflicted  with  the  condition  right 
now  so  that  the  second  level  of  prevention,  that  is,  preventing  the 
complications,  these  devastating  complications  that  occiu*  with  the 
disease,  can  be  mitigated. 

Now,  similar  to  a  lot  of  the  discussion  earlier  today,  risk  factor 
reduction  is  probably  appropriate  in  the  area  of  diabetes  in  terms 
of  environmental  factors  that  are  associated  with  the  occurrence  of 
the  disease,  such  as  obesity,  lack  of  physical  exercise,  and  so  forth. 
So  part  of  the  Women's  Health  Initiative,  more  of  a  multiple  risk 
factor  intervention  program  aimed  at  women,  is  appropriate. 

The  Chairman.  Do  we  know  enough  about  how  insulin  is  admin- 
istered to  understand  its  impact  on  creating  congenital  abnormali- 
ties in  infants  and  infant  mortality? 
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Dr.  LafFEL.  That's  a  very  good  question.  I  think  the  issue  of  the 
birth  defects  associated  with  diabetes  are  being  studied  and  need 
to  be  studied  fiorther.  There  is  a  clear  association  with  uncontrolled 
diabetes,  and  you  could  use  that  as  a  surrogate  for  not  getting 
enough  insulin — not  that  insulin  is  giving  you  the  birth  defects,  but 
not  getting  enough  insulin  is  associatea  with  an  increased  risk  of 
birth  defects. 

On  the  other  hands,  there  is  also  some  suggestion  that  severe  re- 
current hypoglycemia,  the  other  end  of  the  spectrum,  possibly  too 
much  insuUn,  or  not  careful  attention  to  the  balance  between  insu- 
lin and  food  and  exercise,  that  may  also  be  associated  with  birth 
defects. 

The  Chairman.  OK.  I  want  to  thank  the  panel  and  all  of  you  for 

joining  us.  ,  ■,  .  i 

First  of  all,  I  think  the  hearing  today  indicated  certamly  to  me 
and  to  our  colleagues  the  extraorauiarv  level  of  very  important  and 
sophisticated  research  that  is  taking  place  in  our  State  on  women's 
health  issues.  I  think  we  have  had  some  really  extraordinary  wit- 
nesses this  morning  who  have  spent  a  great  deal  of  their  lives,  long 
before  this  issue  really  evolved  and  developed  devoted  to  women's 
health.  I  think  their  research,  and  involvement  in  this  area  will  be 
enormously  valuable  to  us  as  a  society  and  as  a  country  as  we  find 
our  way  in  the  future.  Clearly  the  kind  of  research  tnat  is  being 
done  on  this  issue  by  many  in  our  State  is  really  topflight 

Dr.  Healy  has  taken  steps,  which  she  has  outlined,  on  the  health 
status  of  women.  On  January  21,  I  will  reintroducing  the  NIH  Re- 
authorization Act,  and  as  I  indicated,  I  expect  that  will  probably 
be  the  first  piece  of  legislation  that  will  pass  in  this  Confess.  We 
will  do  everjrthing  we  can  to  make  sure  this  happens.  It  will  ensure 
that  women,  statutorially  will  participate  in  the  clinical  trials  and 
ensure  equity  in  the  allocation  of  funds  for  women's  health  re- 
search. It  will  be  an  item  that  well  follow  carefully,  and  we  will 
need  to  have  others  within  the  areas  of  women's  health  research 
continue  to  interact  with  us  so  that  we  can  monitor  it  veiy  closely. 

We  will  take  back  to  the  Congress  the  testimony  that  we  have 
had  today.  Tm  sure  Dr.  Healy,  having  been  through  the  hearing, 
understands  the  enormous  potential  of  NIH,  and  having  listened  to 
this  testimony,  is  also  wondering  how  we  are  going  to  pay  for  all 
these  unfunded  opportunities  with  the  kind  of  resources  that  are 
available.  But  well  do  everything  we  can  to  try  to  increase  those 
resources. 

The  opportunities  that  exist  today  at  the  NIH  in  a  wide  range 
of  different  areas  are  so  extraordinary  that  if  we  fail  to  respond, 
it  is  at  our  own  risk.  I  am  very  hopeful  that  well  have  a  new  day 
and  a  new  chance  to  do  so,  and  I  certainly  will  do  everything  I  can 
to  move  us  along  in  that  direction. 

I  thank  all  of  our  witnesses  again,  and  thank  Boston  University 
Medical  Center  and  all  of  you  for  joining  us  today. 

[The  appendix  follows.] 
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APPENDIX 

Pbkpaskd  Statkhknt  of  Lynn  Rosbnbkbc 

My  ■•«•  is  Lyoa  Keaenberg.  Z  ■■  JUai«t«at  Bixaetor  of  tb*  Slea*  Tpirt— inlopj 
Oalt.  «fl  •pl.dtAioleqic  r«a«areh  group  withlB  lotoa  CaiToraity  Cchool  of 
Hodiciae,  asd  Profoaaor  of  tplrt— lology  la  the  >.0.  School  of  Vvblic  a*«lti). 
Nuefa  of  ay  caroar  kaa  boan  da«et«d  co  tb«  aetidy  of  riak  Saccora  for  diaaaaaa 
ia  iiooin,  paxxieulATly  oral  eonixaooptivaa  aad  •atregan  aupplaaaata.  2  an 
grateful  «e  be  bora  and  for  having  boos  aakad  to  apoak  aboat  hoxsooc 
roplae— nt  tbarapy. 

tirmt  Z  would  Ilka  to  bziafly  daaeriba  aona  of  tba  work  of  tha  Sleaa 
Zpidcalelogy  Dolt  that  lapaeta  spon  wuwtn'a  baalth. 

eauaan  horx 

For  16  ycara,  «e  hava  beaa  oagagad  1a  a  Surrclllaaea  Study  of  Sariona  Zllaaaaca 
aad  Oruga.  inltiatod  by  tba  Oiroeter  of  oar  Ooit,  Or.  Saaual  Shapiro.  Baaed 
on  data  collcetad  .freo  erar  70,000  patianta  In  tbia  atody,  we  bav«  publiabad 
•xtoaaxTcly  ob  tba  baaltb  affocta  of  ortrogca  aupplaaaata,  oral  co&traeeptiToa, 
aad  etbar  drvga  rolevaitt  to  tbe  baaltb  of  MoaMa  (and  of  Maa).  Tor  catrogan 
owpplaaaBta,  la  partlevlar.  «•  bav*  fouad  that  tbay  laeraaaa  tba  riak  of 


rial  eaaeor  (eaaeor  of  tba  lining  of  tba  otorva);  tbolr  inflooaeo  on  tbe 
rlak  of  orariaa  aad  broaat  eaacor  la  oaelaax.  Tba  etudy  haa  gaaoratod  aaay 
important  bypetbeaoa.  awoog  tbaa  that  aleotael  coaauHptien  iaeraaaea  tbe  riak 
of  broaat  cane«r.  b  roeont  bypetbaala  trea  tba  atody,  tbat  tba  oac  of  aapiria 
radueae  tba  laeidcaoa  of  large  bowel  eaaoer,  a  eoHMon  and  aarloua  eaneor,  ia 
esrraatly  being  aaaeaaed  in  a  bow  study  that  we  are  conducting  aaoag 
Maaaacbuaetta  acan  and 


•a  bava  roeeatly  eeapleted  a  etudy  of  tbe  effect  of  oatrogeo  ouppl^Kata  ee  tbe 
riak  of  boart  attaeka.  Currest  eatregan  eoara  appeared  to  ba  at  redoeed  riak, 
and  tba  laager  tba  doratiea  of  aaa.  tba  greater  waa  tbe  radectioa;  niTii  who 
bad  etoppod  taking  eatregaaa  were  net  at  reduced  riak. 
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••  «r*  eurrcnily  cooduetiafl  aaotbar  atiidy  ef  b*«rt  attAcka  to  a*tmxmi»*  wb«ber 
tJM  aawer  Xo«<cr-do«e  er*l  coBtr»orptiv«»  laervas*  the  rtak.  ••  «*  •»*  otb«r« 
lMT«  prvTleusly  alwini  w«*  the  mtiTt  ot  thm   ol0  hi«her'^e«a  pilXn. 

In  uetbcr  •tudy,  ay  eoll«a9««,  »r.  Julia  »*i««r.  Is  MMsaiag  c«u«««  of 

rVrrir-irrlr —  «  BAllvtMat  di*Mse  oS  pr*9n«ncy  for  wJuca  J*-  ri«X  faetora 
ars  kaetm. 

My  celUagu*.  Dr.  tarl/fl  li*u«i««n,  1«  eeaduetlno  *  Btudy  »o  *ae«aa  *ih«tb«r 
aaplriA,  U>  doa«»  «ao<l  to  proTMC  »«arc  attack*,  lAcroaMa  t*e  riak  et  aajor 
«pp«r  9a«txou)t«atiaal  bloodisg  both  is  «««ea  and  aaa. 

\ 
m*   an  collaboratiay  i»i.t«J  oor  eolloaouc  trvm  tka  «ebool  of  Public  Boalth,  Dr. 

tma   Oelten.  la  a  •toOy  of  aotbara  aad  «aii9liter*  -ho  -era  oxpoaws  to  BBS  Oaxiaq 

tb*  •othar-a  pragnaacy.  aad  ia  a  atody  ef  «fo«ea  who  raeatved  allicoDa  gel 
iaplaata  for  braaat  auyaaatatlea. 

Ky  eellaavua.  Or.  VLlco  Hltcball.  baa  for  aany  y*ara  boon  eooductlag  a  atudy 
to  datormiac  whetbor  dr«9a  or  otbar  ojcpoauroa  duriag  prognaacy  cauae  blrtb 
dafacta.  tfala  atudy.  Ilka  tba  SorroUlaaea  Ctody  la  aoulta,  baa  tbc  capability 
ef  aaaeaalag  a  wldo  raaga  ef  bypotboooa.  ef  gaaoratiag  aow  eeea,  and  ef 
aoalterlB9  tba  boaltb  off  acta  ef  eXd  aad  aew  Oruga.  Moat  reoeatly,  w«  bava 
foiMd  cbat  telle  odd  aapplawanta  roduco  «be  risk  ef  oplba  bifida,  a  ••riooa 
birth  dafoet  ef  Xb»  brala  aad  splaal  eerd. 

Moat  ef  tba  carraat  knoMledgo  abeot  tba  cauaatlea  aad  pcwatloa  ef  dlaoaaa  la 
ooaen  la  baaod  on  data  eellected  free  Mblto  ua— n.  Tbara  ia  a  groat  aoed  for 
•tudloa  aaeag  black  t«eaas  <aad  ethor  alaerlty  growpo).  Oadcr  tba  direction  of 
Dr.  Palaox.  «•  ^r*  aalag  the  Survelllaaea  Study  data  tor  epeclflc  aaalyaoa  of 
tb«  hoAltb  cffocta  of  drug*  aad  ethar  oxpoauraa  la  black  iioem.  ea  »xn  Alao 
try^^aq  to  obtain  fundlag  tor  a  large  follow-up  atudy  of  black  «MBca,  which 
would  do  auch  to  fill  tba  gapa  la  our  kaewXadga  about  eauaaa  ef  diaaaaa  la  thla 
aaocratudxod  group. 
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tnSKI  DO  VI   lOlOW  ASOtTT  TBE   8ZALTB   ZTTTCTS    Or    ROW<OIII    SUTPLZMSfTS? 

"Xauogcn  replto— wt  «b*rapy,'  XKT,  and  •hormon*  replaecawit  tbcrspy,*  KXT 
(••ua9*n  te9«tb«r  witit  •  progcvtia),  an  aow  Moag  «1m  «o«t  rr— riuiy 
pxvserlbcd  dz«9  raiglasas  in  tb*  0«.  Orlgljutllr  KXT  «••  a**^  en  a  ataort-tera 
baaia.  perhapa  a  y«Ar  or  ao,  for  the  raliaf  of  ■anepaaaal  ayptoM.  ■«<,  KKT 
and  Btr  ara  baiay  widaly  aaad  for  parloda  of  aany  yaara  aa  prarafftivca  of  baart 

«!•••••  «Bd  irarcarat.  Tba  MXT  ra«laan  **aa  daviacd  after  It  waa  diacowrad 
that  aatro9«n  t^kan  aleaa  eaaaaa  awdaaatrial  eaacar— pre9aatls  ia  aow  addad  if 
tba  iii»in  aaa  a  utania  «e  protect  a«aiAat  taat  riak. 


aarvatieaal  atndiea  ao^Taat  that  eorraat  aaa  of  ZX7  radueea  the  riak  of  heart 
diaeaaa,  that  the  raduetiea  la  calatad  to  ttae  duratioa  «f  aae,  and  that 
pretactien  dlaaipataa  after  aae  la  ateppad.  vomb  who  taad  te  oaa  aatro^eaa 
haira  a  lat#ar  baaeliaa  riak  of  heart  diaeaaa  thaa  tboac  who  do  aot;  therefore, 
at  laaat  part  of  the  apparent  protective  affect  of  ZItT  aay  «iell  be  doe  to  biaa, 
bat  t»a  do  not  bom  how  ■ueh.  CKT  redueaa  beae  leaa  aad  provanta  fraeturaa;  the 
aeanty  avidanea  available  augvvata  that  protaetiea  diaalpatea  after  uac  atopa — 
thua,  aareraZ  yaara  after  Qulttiag  a  woaas  appaara  to  ba  in  aueh  the  aaae 
aituatlee  aa  if  ahe  had  oarer  mead  net.  Xtoag-tazB  cut  aaa  aay  iaereaaa  the  zlak 
Of  braaet  eaacar.  bat  thla  la  atiXl  aaeartala.  SKI  aae  iacraaaea  the  riak  of 
aadeaatrial  cancer,  aad  the  iacraaaa  effect  peraiata  for  aaay  yaara  after 
etopplBQ  aae. 

Laea  la  knoM  aboot  the  health  effeeta  of  BtT.  WKt  probably  radoeea  the  riak 
of  fraeturaa  while  tha  drag  la  aaad,  with  Loea  of  protection  after  etoppiaq. 
There  ara  virtitally  ao  data  en  the  affect  of  Btx  on  heart  diaeaaa  zlak,  aad  the 
affect  BMy  Mall  be  anfaTorabla  beeaaae  ptogerciaa  revarae  the  baaefielal  affect 
a'  aatro9an  on  eena  llpida.  Aa  Car  braaet  eaacar,  the  little  avidaace 
available  eu99eata  that  WK  aay  iaereaaa  the  riak.  IRT  probably  doea  net 
Iaereaaa  tha  riak  of  aadoaatrial  caaeaz,  bat  avidenea  la  etlll  aparac. 

To  aan  ap.  TKT  probably  roducea  tha  riak  of  baart  dlaaaac  and  fraetaraa  «fblle 
"awaii  are  uaing  the  drug,  and  It  iacraaaea  the  riak  of  endoaetrial  cancer.  BUT 
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probAbly  r«<Juc«t  t*«  rl«k  of  lr*eture».  «nd  it  may  not  *ffect,  or  aky  eron 
•dvaraoly  a£f«ct,  tbs  ri«k  ol  b«*rt  dia««a«.  Both  TRT  aad  HKT  nay  ii>cr«a*«  tike 
rlak  of  braaat  caaeoz.  7&«rc  la  a  claar  o»»d  for  •or«  knoMlwaya  About  the 
Xea9-ton  boaltik  «f(oeta  of  tbaac  drugs. 

Tber«  aro  &lc«nutl«*  ways  to  rotfuea  tte  rlak  of  iMart  diooaa*  «nd  traetursa— 
Jor  •sMpXa,  toy  participating  la  aodorata  pbraieal  activity  aad  fluittlag 
•■oklay.  UiMmtmr.  we  «e  aot  kxtow  bow  to  radoc*  t^a  riak  of  braaat  eaaoar. 
Daapita  tlM—  facta  aad  daapita  tba  gapa  ia  o«r  toowladge  about  laog-tara 
•f facta  of  rxT  and  Btr.  aililona  of  *«arican  moma  are  baiag  urged  to  aaa  tbeaa 
drugs.  Za  ay  ri«w  thay  arc  baiog  praaeribad  wltbent  adaquata  assoaiaaBt  of  tba 
riaka,  baaefita,  asd  alteraativaa. 

nrmtz  xcsuutes 

Our  •urvaillanee  Study  will  eeatlaue  to  collect  data  to  aaacflf  tba  cf facta  of 
va,  of  BKZ,  aad  of  whatever  aaw  ragiaaaa  are  iatreduoad.  for  aa  long  aa  wa  can 
ebtala  funding.  I<eog-tet«  obaarvatieaal  atudiaa— Cellew-up  atudiea  aad  casa- 
eontrol  etudiaa-«>will  be  aaa  dad  for  aa  lesg  aa  tbaaa  drugs  are  uaad.  Z  axpact 
tbat  we  aad  etbar  irrrastigatora  will  ceatisua  to  write  great  proposals  to 
aaaass  tbair  affaeta,  aad  to  reapead  to  specific  >rPo  aad  MTkB. 


Dr.  aaaly  baa  istreduead  a  aaw  focns  ia  tbc  VZS— woMa'a  haaltb-  wbieh  !■ 
fn— aiidtfile  aad  mteh  aaedad.  Aa  part  of  tbat  focus,  a  raadoaiaad  trial  of  DtT 
aad  Btr  will  be  earriad  out.  wltbia  a  larger  trial  called  the  iinaaB's  Baaltb 
Zaltiatiea.   A  raadomisad  trial  la  aHCh  aaadad.   la  ay  viaw,  bowsvar,  to 


iaprova  feaaibility  and  tba  ebaace  of  successful  eoapletiea.  tbe  trial  of  tXT 
aad  BKT  should  be  a  aaparate  atudy. 

Xb  tbe  past,  aost  of  tbc  research  tnadad  by  IZS  bas  been  lavastigator- 
ialtiatad.  T]ua  baa  bean  very  productive,  aad  Z  beliave  tbat  VZ8  abould 
coatiaue  to  put  aost  of  its  research  Suada  late  iavaatigator-iaitiatad 
research,  as  opposed  to  RZa-iaitiated  research.  Z  believe  tbat  tba  best  way 
for  >ZB  to  direct  research  Is  to  salaet  topics  of  iapertaaee— such  aa  tbc 
baaltb  effects  of  eiliccaa  iaplaata  or  of  D£S  ejcposurw— aad  to  aasign  funds  for 
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tboaa  araaa.  Bostm^mr,  xt  ahould  ba  left,  to  t-hm  Invvrtigatar*  Xt)  AavLmo  tb« 
rcaaarch  daaiffna,  and  Xaft  to  eooBlttaaa  of  tbalr  p*«ra  «e  jo^Q*  whleb  teaigna 
ara  cha  baat.  Via  naada  aor*  faadiag— It  baa  baec— t  inczaaalsQly  difficult  to 
Obtain  fandia«  for  ««ertfay  projaeta.  aad  inraatl^atera  are  obllgad  to  apcad  a 
yraatar  a«d  greater  preportios  of  thalr  tl«e  la  txyla^  to  obtaLit  auppert. 

rinally,  NIB  has  baea  davialag  a  StrataQic  Vlaa  to  yulda  ita  raaaareb  avcada 
ever  tbe  aaxt  dacada.  Tbla  !•  eenaandabXa.  Z  bav*  net  aaan  the  f tnil  plan, 
but  I  bava  aaan  parta  of  lutari*  drafta.  2  would  Ilka  to  vxg*  that,  alooq  with 
biolofie  raaeareh  aad  clinical  raaaareb,  HXB  eoatlmia  to  •■phaai.sc 
apldaaielegic  raaaarcb.  Maay  of  tba  groat  dlaeevcrlaa  about  ttaa  eaoaatloD  aad 
pcavoatien  of  dleaaaa,  aad  aaay  of  ear  giaataat  public  haaltb  adTaacaa,  brva 
cooa  froB  apidaaiologlc  raaaareb.  Without  aay  doubt  they  will  oontlsus  to  eoae 
traa  that  diaclpliJte.  J  also  nrya  that  yraatar  effort  be  pot  Into  pr«v«nti«c 
•fferta,  oucb  as  amr\t\ng  prrvantlon  prograaa,  latarraatien  prograaa  to  prtaaota 
■odcratc  •xerelse,  aad  prograas  to  proaota  baalthlar  dlata. 

PUPABED  Statement  of  Hobtensu  Amaxo 

My  naae  is  Or.  Mortens ia  Anaro  and  X  aa  an  associate 
professor  of  Social  and  Behavioral  Sciences  at  the  Boston 
University  School  of  Public  Health.   I  as  pleased  ^o  be  here 
today  to  discuss  research  on  woaen's  health.   I  will  focus  ay 
consents  in  tvo  areas  that  I  have  spent  aost  of  ay  research 
career  studying  -^  woaen's  substance  use  and  Hispanic  voaen's 
health. 

Substance  Use  Among  Women:  Serrice  and  Research  Needs 

Waadad  Sar^ieaa 

For  the  last  twelve  years  I  have  been  conducting  research  on 
woaen's  substance  use  starting  in  1979  with  a  study  of  woaen's 
access  to  alcoholisa  treataent  in  California.   Zn  the  last 
several  years  I  have  been  testing  the  effectiveness  of  coaaonity- 
based  aodels  for  intervention  with  pregnant  woaen  %rtio  are  drug 
users.   The  prograa  knovm  in  the  coaaunity  as  the  Mob's  Project, 
was  first  develop>ed  as  part  of  the  National  AIDS  Deaonstration 
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Research  (NADR)  projects  funded  by  the  National  Institute  on  Drug 
Abuse.   This  model  stresses  street  outreach  and  the  role  of 
individuals  in  recovery  to  reach  drug  users. 

Through  our  work  with  over  550  addicted  pregnant  women  in 
the  NIDA  funded  project  we  observed  a  great  gap  between  available 
drug  treatment  services,  which  traditionally  have  not  conducted 
street  outreach,  and  women  who  needed  the  services.   For  example, 
while  89*  of  women  who  we  recruited  were  using  illicit  drugs, 
only  19*  of  these  were  engaged  in  a  drug  treatment  program.   We 
saw  that  women  were  not  able  to  access  available  services  without 
active  advocacy  and  case  management.   In  many  cases  we  observed 
that  the  lack  of  coordination  of  drug  treatment,  prenatal  care, 
social  services  and  legal  services  hampered  women's  efforts  to 
utilize  services  effectively.   We  also  found  that  contrary  to  the 
national  research  and  service  focus  on  heroin  use,  the  majority 
of  women  were  using  crack  (70»)  and  cocaine  (60%)  compared  to 
heroin  (27%).   As  a  result,  the  treatment  approaches  available 
for  pregnant  women  which  employ  methadone  were  not  relevant  to 
the  needs  of  most  of  the  clients. 

Findings  from  our  KIDA  intervention  study  with  over  550 
addicted  pregnant  women  demonstrated  that  significant  changes  in 
sexual  risk  reduction  can  be  achieved  with  tiiis  model.  However, 
we  were  not  satisfied  with  these  findings  since  it  was  evident 
that  in  order  to  achieve  longtcrm  change  in  HIV  risk  reduction 
treatment  of  the  addiction  was  essential.   This  led  us  to  develop 
a  more  comprehensive  approach  which  is  now  funded  by  the  Center 
for  Substance  Abuse  Prevention.  The  model  provides  case 
management  and  support  services  in  order  to  enhance  women's 
effective  use  of  drug  treatment,  prenatal  care,  and  social 
services.   Clients  are  assisted  in  learning  about  addiction  and 
improving  positive  coping  strategies  through  individual 
counseling,  education/ support  groups  and  parenting  skills 
enhancement  training.   Over  one-half  of  the  addicted  pregnant 
women  we  find  through  street  outreach  are  homeless  or  live  in 
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highly  unstable  housing  conditions.   For  this  reason,  services 
that  assist  women  with  housing,  transportation,  babysitting, 
clothing,  and  food  are  integral  to  our  aodel. 

Over  'the  last  four  years  we  have  observed  improvement  in 
servicas  for  pregnant  addicted  women.   For  example  five  years  ago 
there  were  no  or  few  designated  treatment  beds  for  pregnant  women 
in  residential  treaOient  facilities.   It  was  difficult  if  not 
iapossible  ^o  get  pregnant  women  admitted  to  detox  and  most 
shelters  would  not  accept  pregnant  addicted  women.   In  Boston  the 
number  of  designated  treatment  beds  for  pregnant  and  post  par^um 
women  and  their  children  has  increased  to  30  beds  in  inpatient 
detoxification  centers  and  42  beds  in  residential  treatment 
programs.  There  are  now  four  residential  treatment  programs  in 
Boston  that  accept  pregnant  women  and  their  children.   This 
change  is  clearly  a  result  of  federal  initiatives  that  provided  a 
catalyst  for  change  through  state  funding  and  direct  ftinding  of 
projects. 

However,  the  problem  is  far  from  solved  and  we  continue  to 
witness  important  barriers  to  treatment  for  women  regardless  of 
their  pregnancy  status.   First,  there  continues  to  be  a  need  for 
additional  residential  treataent  slots  for  women.   There  is  the 
need  for  sore  diverse  treatment  approaches  so  that  treatment 
modalities  can  be  better  matched  to  client  characteristics  and 
needs.   For  example,  women  with  dual  diagnosis  of  severe 
psychiatric  disorders  and  addiction  can  not  receive  appropriate 
treatment  in  most  residential  drug  treatment  programs  because 
programs  are  not  equipped  to  handle  the  specific  needs  and 
problems  of  this  population.   Similarly,  it  is  virtually 
impossible  to  find  an  appropriate  referral  for  adolescent  girls 

who  need  a  residential  program. 

Second,  there  continues  to  be  a  lack  of  treatment  services 
that  address  the  cultural  and  linguistic  needs  of  minority  women. 
Residential  treatment  that  is  culturally  and/or  linguistically 
appropriate  for  Hispanic  women  does  not  currently  exist  in 
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Boston.   We  bave  found  that  programs  that  are  targeted  to 
Hispanics  are  exclusively  for  aen.   On  the  other  hand,  prograss 
that  are  targeted  to  voaen  do  not  have  staff  who  speaX  Spanish 
and  vho  can  provide  a  cultiirally  appropriate  treatment  context. 
I  am  sorry  to  say  that  this  has  not  changed  since  the  late  1970 's 
when  we  found  the  same  problem  in  a  study  of  vomen's  access  to 
alcoholism  treatment  in  California  (BecJoaan  and  Amaro,  1987; 
Bedcman  and  Kocel,  1982).   This  is  especially  of  concern 
considering  the  high  rates  of  cocaine  use  among  Puerto  Rican 
women  (Amaro,  WhitaJter,  Coffman  and  Beeren,  1990).   The  need  for 
treatment  programs  targeted  to  Hispanic  women  is  probably  the 
most  pressing  need  that  remains  unaddressed.   Programs  that  serve 
women  must  build  the  capacity  to  treat  Hispanic  and  other 
minority  women. 

Third,  while  we  have  been  delighted  to  see  the  effects  of 
the  new  federal  priorities  to  address  the  needs  of  pregnant 
addicted  women,  we  have  grown  concerned  over  an  unintended  but 
potential  longtero  side  effect  of  these  initiatives.   If 
treatment  access  is  contingent  on  pregnancy  and/or  on  having 
children,  we  might  be  creating  incentives  for  women  to  become 
pregnant  in  order  to  access  these  services.   Clients  have  been 
quick  to  observe  the  inequity  in  this  system  and  I  am  sorry  to 
say  that  some  women  find  that  the  only  route  to  drug  treatment  is 
to  become  pregnant  so  that  they  can  qualify  for  existing 
programs . 

The  answer  is  to  remove  barriers  to  drug  abuse  treatment  for 
all  women  in  need  through  the  development  of  initiatives  that 
make  substance  abuse  treatment  available  to  women  regardless  of 
their  reproductive  or  pregnancy  status. 

Recommendations  for  Research  on  Substance  Use  Among  Women 

Current  public  policy  and  research  demonstrates  almost 
exclusive  concern  for  the  impact  of  drug  use  on  fetuses  and 
children  while  ignoring  the  basic  questions  pertaining  to 
addiction  in  women. 
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Igprove  Data  ep  Aleobol  and  Drug  Use  Aaeaq  Weagp 

Data  on  the  prevalence  and  incidence  of  women's  use  of 
alcohol  and  drugs  stea  primarily  from  national  studies  of  the 
general  population.   The  sajor  national  studies,  the  National 
Household  Survey  and  the  High  School  Seniors  Survey  conducted  by 
the  National  Institute  on  Drug  Abuse  provide  a  rich  taiowledge 
base  on  substance  use  among  women  and  men.   However,  the  sampling 
design  employed  in  the  national  studies  pose  important 
limitations  on  what  we  taiow  about  women  because  they  have 
traditionally  excluded  homeless  populations,  and  out  of  school 
youth,  and  because  they  have  not  included  a  sufficiently  large 
sample  of  ethnic  subgroups.   In  addition,  lack  of  attention  to 
gender  in  how  data  are  analyzed  limit  their  usefulness.   The  lack 

of  attention  to  gender  in  the  national  studies  is  exemplified  in 
the  recent  report  from  the  Drug  Abuse  Warning  Network  (DAWN) , 
which  samples  hospital  emergency  rooms  for  drug-related  medical 
consequences.   The  report  showed  an  increase  in  cocaine  and 
heroin-related  emergency  room  visits  (National  Institute  on  Drug 
Abuse,  1991b).   Although  not  reported  in  the  Department  of  Health 
and  Human  Services  (DHRS)  press  release  of  the  data,  there  are 
important  gender  differences  in  the  percent  of  increase  found  for 
cocaine  use  in  this  period.   Tlie  figures  indicate  a  37%  increase 
in  cocaine  use  among  women  and  a  29%  increase  in  men.   The 
overall  increase  in  emergency  room  heroin-related  admissions  was 
26%.   However,  women  demonstrated  an  increase  of  46%  in 
emergency-room  drug  related  consequences  compared  to  a  16% 
increase  for  men.  While  overall  men  comprise  a  larger  number  of 
drug-related  emergency  room  visits,  the  data  indicated  that  drug- 
related  emergency  room  visits  are  growing  more  rapidly  for  women 
than  men.   Unfortunately,  the  DHHS  report  ignored  these  gender 
differences.   The  lack  of  attention  to  gender,  and  specifically 
assessment  of  dlrug  use  trends  among  women  has  influenced  how 
existing  data  are  analyzed  and  reported.   There  is  a  need  to 
systematically  and  consistently  analyze  all  data  by  gender  and  to 
investigate  factors  associated  with  drug  use  by  gender. 
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Systeaatic  gender  analysis  of  the  NIDA  Household  Survey  data. 

High  School  Seniors  Survey  data  and  DAWN  data  would  cost  little 

■ore  and  add  significantly  to  what  we  )cnow  about  trends  in 
woaen's  use  of  drugs. 

p^>-»^.«^nrt;ition  /T:  The  National  Institute  on  Drug  Abuse 
revise  nt]"   d^sJOT  gf   tho  National  Household  Study  and  the 
National  pi°h  School  .«;«.niQrs  Survey  in  order  to  ipprpve  ^he 
Icnovledae  ^ff^;«'  on  u^mt-n's  drug  use.   Better  estimates  of  alcohol 
and  drug  use  among  Hispanic  women  could  be  provided  by 
oversampling  Puerto  Rican,  Mexican  Americans  and  Cuban  Americans 
to  evaluate  the  prevalence  and  patterns  of  drug  use  in  these 
different  Hispanic  groups.   Sampling  could  also  be  expanded  to 
include  homeless  populations  and  adolescents  who  are  not  in 
school  so  as  to  allow  the  calculation  of  prevalence  and  incidence 
estimates  of  drug  use  among  girls  and  women  in  these  high  ris)c 
groups.   In  depth,  gender-specific  analyses  need  to  be  conducted 
and  reported  on  a  systematic  basis. 
Prioritite  Heseareh  oa  Gender-Specific  Risk  Taeters 

There  is  little  information  on  the  relative  effectiveness  of 
substance  use  prevention  programs  aaong  girls  as  compared  to 
boys.   The  majority  of  prevention  programs  do  not  employ  gender 
specific  approaches  to  prevention  and  may  not  assist  girls  in 
addressing  their  unique  needs.   Gender  specific  approaches  may  be 
necessary  since  it  is  well  established  that  women's  and  men's 
introduction  and  progression  in  drug  use  differ  in  some  important 
aspects.   One  critical  gender  difference  is  that  male  partners 
and  male  friends  play  a  key  role  in  introducing  women  to  drugs 
and  in  girls'  and  women's  subsequent  progression  into  heavier 
drug  use  (Anglin,  Hser,  £  McGothlin,  1987).   In  contrast  to  boys 
and  young  men  whose  introduction  into  drug  use  is  typically 
through  a  male  friendship,  for  adolescent  girls  as  well  as  for 
adult  women,  introduction  into  drug  use  and  escalation  of  drug 
use  often  occurs  in  the  context  of  a  love  or  sexual  relationship. 
Girls  are  especially  vulnerable  to  the  influence  of  male  partners 
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due  to  socialization  which  often  emphasizes  the  inportance  of 
retaining  relationships.   This  places  girls  at  risk  of  placing 
higher  priority  on  love  relationships  than  on  the  risk  associated 
with  substance  use  (Mahyari,  1990) .   Girls  who  have  male  partners 
who  use  drugs  arc  at  greater  risk  of  drug  use  themselves. 
Compared  to  girls  who  do  not  use  drugs,  adolescent  girls  who  use 
drugs  during  pregnancy  lor  example,  were  found  to  be  three  times 
more  likely  to  have  male  partners  who  use  marijuana  and  cocaine 
(Amaro,  ZuOcerman  t  Cabral,  1989).   The  male  partners  of  girls 
who  use  drugs  in  pregnancy  were  also  heavier  substance  users  than 
partners  of  girls  who  do  not  use  drugs  (Amaro,  Zuckerman  t 
cabral,  1989). 

The  lack  of  scientific  inquiry  into  the  effectiveness  of 
current  prevention  approaches  among  adolescent  girls  represents  a 
glaring  omission  in  the  existing  knowledge  base.   Research  is 
needed  to  identify  gender  differences  in  the  effectiveness  of 
current  prevention  approaches  targeted  at  children  and 
adolescents.   Progrrams  which  take  into  account  gender-specific 
issues  related  to  prevention  of  substance  use  need  to  be 
developed  and  empirically  tested. 

Reeomendation  /2 :  The  Center  for  Substance  Abuse  Prevention 
and  The  National  Institute  on  Druo  Abuse  add  to  its  priority 
areas  research  on  effective  prevention  programs  targeted  at  woaen 
in  all  high  risk  groups  regardless  of  age  or  pregnancy  status. 
Prevention  research  and  demonstration  projects  should  stress  the 
development  and  test  of  models  which  take  into  account  gender 
specific  orientations,  as  well  as  developmentally  appropriate, 
and  culturally  appropriate  approaches.   Research  on  effective 
models  for  substance  abuse  prevention  should  seek  to  address  the 
risk  factors  associated  with  substance  use  that  are  unique  to 
women. 

Recomnendation  /3 :  The  National  Institute  on  Drug  Abuse 
support  research  to  investigate  the  initiation  of  substance  use 
among  adolescent  girls  and  the  sex-specific  factors  associated 
with  continued  use  and  progression  into  other  drugs  and  more 
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frequent  use.   While  previous  research  has  identified  a  risk 
profile  aaong  adolescent  girls  who  use  drugs,  the  caiisal 
relationship  between  substance  use  and  other  negative  outcomes 
such  as  adolescent  pregnancy,  dropping  out  of  school,  sexually 
transmitted  diseases,  and  other  risk  taJcing  behaviors  needs 
ejopirical  investigation  (Aaaro  and  Zuckeraan,  1991).   The  role  of 
social  relationships,  especially  with  »ale  partners,  and  the 
social  context  in  which  an  adolescent  girl  lives  also  needs  to  be 
■ore  clearly  understood  in  light  of  socialization  which  orients 
girls  to  relationships  with  others. 

Develop  and  Teat  Wo«eB-CeHter«d  and  Culturally  Appropriate 
Treataent  Modela 

Most  research  on  treatment  of  substance  abuse  continues  to 
ignore  not  only  gender  but  also  gender-specific  issues  relevant 
to  treatment  (Vannicelli,  1984).   While  many  studies  now  include 
women  in  their  samples,  analyses  do  not  focus  on  assessing  gender 
differences  in  effectiveness  of  treatment. 

Past  research  has  documented  that  women  bring  to  treatment 
clinical  issues  {e.g.,  affective  disorders,  depression,  low  self- 
esteem,  feelings  of  powerlcssness ,  high  denial,  history  of  incest 
and  abuse),  which  differ  in  type  and/or  intensity  to  those  of  men 
(Beckman,  1978;  BecJeaan,  1980;  Beckman  «  Aiuuro,  1984).   It  is 
also  well  known  that  based  on  women's  social  role,  women  bring  to 
treatment  special  needs  (e.g.,  need  for  childcare  and  child 
treatment,  employment  and  skills  training,  assertiveness 
training,  and  reproductive  health  care),  which  also  differ  from 
those  of  men  (Beckman  and  Amaro,  1984;  Finnegan,  1979; 
Finkelstein,  Duncan,  Derman,  Smeltz,  1990;  Brown,  1991).   While 
many  providers  agree  that  such  factors  need  to  be  considered  in 
the  treatment  of  women,  there  is  a  lack  of  empirical  data  on  the 
most  effective  models  of  treatment  for  women.   The  clear 
articulation  of  treatment  models  specifically  designed  for  women 
and  the  empirical  test  of  the  effectiveness  of  these  models  for 
different  populations  of  women  and  diverse  drugs  (e.g.,  cocaine. 
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heroin,  alcohol) ,  continues  to  be  a  research  priority  of  aajor 
importance. 

Recomnendation  #4:  The  National  Institute  on  Drug  Abuse  and 
the  Center  for  Substance  Abuse  Treatment  support  research  on 
Models  of  substance  abuse  treatwent  for  voaen.   Research  is 
needed  to  compare  the  effectiveness  of  family  oriented  models  of 
treatment  with  individual  models  of  treatment  for  outpatient  and 
inpatient  programs.   Similarly,  the  effectiveness  of  programs 
which  stem  from  a  gender-specific  theoretical  understanding  of 
the  process  of  addiction,  should  be  compared  to  generic  or 
"gender  neutral"  models  of  treatment.  The  development  and 
evaluation  of  treatment  models  should  pay  special  attention  to 
the  appropriateness  of  models  for  treatment  of  women  of  diverse 
ethnic/racial  and  cultural  groups  and  of  women  addicted  to 
different  substances. 

language  in  the  AOAMHA  Reorganization  Act  provides  for  15% 
of  research  budgets  in  KIAAA,  NIOA,  and  NZKK  to  be  devoted  to 
services  research.   Some  of  these  funds  should  be  directed  to 
test  the  impact  of  various  models  of  treatment  on  improved  access 
and  outcomes  for  women. 

Research  on  Hispanic  Women's  Health 

In  the  last  several  years  we  have  witnessed  unprecedented 
recognition  of  the  need  to  improve  the  state  of  knowledge  on  the 
health  status  of  wosen  and  minorities.   I  applaud  the  NIH  for 
taking  the  long  overdue  step  of  addressing  women's  health  issues 
and  the  National  Center  for  Health  Statistics  for  their  recent 
efforts  to  improve  available  health  data  on  ethnic  minority 

populations.   Given  the  vital  importance  of  these  initiatives,  I 
would  like  to  brinq  your  attention  to  some  critical  problems  with 
these  efforts. 
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The  Women's  Health  Initiative 

First,  I  would  liXe  to  highlight  two  aiajor  problems  with  the 
Woaen's  Health  Initiative: 

(1)  The  sample  size  of  Hispanics  and  other  ethnic  minorities 
severely  limit  the  usefulness  of  information  to  be  gained  by 
the  study.   The  sampling  design  for  the  Women's  Health 
Initiative  will  result  in  80*  of  the  sample  being  white 
women  and  20%  of  the  sample  being  "non-white"  women.  This 
categorization  and  grouping  of  ethnic  minority  women 
presents  serious  problems  since  they  represent  very  diverse 
and  heterogeneous  populations  with  distinct  health  problems. 
Grouping  these  populations  can  not  be  justified  from  a 
scientific  or  practical  perspective.   Even  if  the  data  for 
the  groups  are  reported  separately,  the  sample  size  for  each 
group  will  be  too  small  to  provide  much  needed  infonation 
about  the  health  problems  of  women  in  Asian,  Black,  Hispanic 
and  Native  American  communities.  Ten  years  from  now,  after  a 
very  expensive  and  laborious  undertaking,  the  Women's  Health 
Initiative  will  provide  little  valuable  data  on  the  health 
problems  of  ethnic  minority  women.  It  is  critical  that  these 
issues  be  rectified  prior  to  the  initiation  of  the  clinical 
trials  and  natural  history  study. 

(2)  Diabetes  Hellitus,  a  primary  health  concern  in  Hispanic 
communities,  is  not  identified  as  a  primary  area  of  study  in 
the  Women's  Health  Initiative.   The  incidence  of  diabetes 
among  Mexican  American  and  Puerto  Rican  women  is 
approxisately  three  to  five  times  the  rate  found  among  non- 
Hispanic  white  women.   The  decision  in  the  low-fat  diet 
study  to  make  breast  and  colon  cancer  a  primary  aim  and 
diabetes  a  secondary  study  aim  is  an  inappropriate 
prioritization  of  health  concerns  for  the  Hispanic 
community.   This  is  especially  true  considering  the  lack  of 
appropriate  data  from  which  to  make  observations  about 
cancer  incidence  among  Hispanics  and  the  well  documented 
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incidence  of  diabetes  and  the  resulting  consequences  of 
undiagnosed  diabetes  including  blindness,  kidney  failure, 
lisb  aaputation  and  death  aaong  Hispanic  women. 
The  DisadTantaqed  MieoritT  Health  Iworoveaeat  Act 

The  Hispanic  population  in  the  United  States  is  growing 
rapidly  and  by  the  year  2000,  it  will  be  the  largest  ethnic 
Binority  population  in  this  nation.   In  spite  of  a  aajor 
deaographic  shift  toward  racial/ethnic  diversity  in  the  D.S. 
population,  current  national  data  systems  yield  little 
information  on  the  health  status  of  Hispanics  in  general  and 
specifically  on  the  health  of  Hispanic  women.   The  Disadvantaged 
Minority  Health  Improvement  Act  introduced  by  Senator  Kennedy  in 
the  Senate  was  an  important  step  in  addressing  the  dearth  of 
information  on  the  health  status  of  Hispanic  groups  and  other 
minority  populations.   However,  the  Act  has  not  been  as  effective 
as  originally  intended  for  two  reasons: 

(1)  The  Disadvantaged  Minority  Health  Improvement  Act  of  1990 
was  hampered  from  achieving  its  goal  by  the  low  level  of 
funding  that  was  approved  compared  to  what  was  originally 
appropriated.   In  the  appropriation  for  last  year,  while  10 
million  was  authorized  only  approximately  1  Billion  was 
appropriated.   In  the  reauthorization  of  this  act,  scheduled 
to  take  place  early  this  year,  every  effort  should  be  made 
to  achieve  full  approval  for  the  appropriated  amount.   In 
addition,  new  language  should  be  added  to  the  bill  to 
encourage  the  study  of  Binority  women's  health. 

(2)  The  National  Center  for  Health  Statistics  did  not 
follow  the  recoBsendations  of  the  report  language  to 
the  Act,  which  indicated  that  the  funds  be  used  to 
support  the  development  of  research  infrastructure 
within  minority  coamunities  rather  then  to  support  one 
time  awards  through  NCHS.   The  report  language 
suggested  that  national  minority  groups  such  as  the 
Hispanic  Health  Research  Consortium  and  the  Asian 
Health  Forua  be  funded  under  this  program. 
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In  the  last  year,  NCHS  chose  to  disregard  this  language  and 
instead  funded  individual  awards  thereby  underaining  the 
original  intent  to  foster  the  development  of  research 
infrastructures  in  minority  coaaunities.   In  the  previous 
year  under  funding  froa  NCHS,  The  Hispanic  Health  Research 
ConsortiuB  initiated  the  development  of  a  research 
infrastructure  to  support  research  on  Hispanic  women's 
health  by  funding  five  research  teams  and  developing  a 
network  of  researchers  on  Hispanic  women's  health.   It  is 
this  type  of  effort  which  brings  together  a  critical  mass  of 
researchers  that  results  in  meaningful  improvement  on  the 
Icnowledge  base  on  Hispanic  women's  health.   However, 
continuation  of  this  effort  was  thwarted  by  the  NCHS 
decision  to  shift  the  focus  from  capacity  building  and 
development  of  research  infrastructures  to  one  time  awards. 
Stronger  language  should  be  incorporated  in  the 
reauthorization  in  order  to  direct  the  funds  to  the 
development  of  research  infrastructures  in  minority 
communities . 
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